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Historically caregivers of individuals with disabilities have engaged in individual (for their 
children) and systemic advocacy (for others). Although it is widely known that caregivers 
advocate for their school-aged children with disabilities, little is known about how caregivers 
who have infants and toddlers (birth to three years old) with delays or disabilities advocate for 
their young children. A focus on this age group is important because it helps illustrate caregivers’ 
advocacy efforts at different time points, and helps better situate professionals to support and 
promote advocacy early on in a variety of settings. Given the relevance of this topic and the 
limited literature, the purpose of this study was to use qualitative inquiry, specifically auto-
photography and photo-elicitation interviews, to explore 13 caregivers’ advocacy experiences in 
their children’s early years. Thematic and constant comparative analyses were used and 
subsequently 41 major codes within seven categories were identified. Three findings related to 
participants in this study included: (a) caregivers engaged in both individual and systemic 
advocacy (although individual advocacy was more common) across formal (with medical 
professionals) and informal settings (at home with family members), (b) advocacy efforts and 
strategies were often centered around a context-specific problem, and (c) auto-photography and 
photo elicitation methods proved helpful in understanding caregivers’ experiences. Implications 
for practice and directions for future research are discussed.  
Keywords: caregivers’ individual and systemic advocacy, early intervention, auto-
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CHAPTER 1: INTRODUCTION 
 
Individuals with disabilities, parents, and advocacy organizations advocated for the 
passage of federal legislation, the Education for All Handicapped Children Act of 1975 (now 
known as the Individuals with Disabilities Education Act; IDEA), to ensure educational rights 
and opportunities for children with disabilities. Prior to the passage of this landmark legislation, 
compulsory education only applied to students without disabilities, excluding as many as 1.75 
million children with disabilities from a public education (Yell et al., 2016). IDEA was amended 
in 1986 to include infants and toddlers and their families in Part C Early Intervention (EI) 
programs (formerly known as Part H). By amending IDEA, Congress extended special education 
services to include infants, toddlers and young children with disabilities and their families under 
the federal law. Without the staunch advocacy efforts of self-advocates, parents and advocacy 
organizations, IDEA would not exist, including Part C programs.  
Parents’ Advocacy Efforts 
According to Wolfensberger (1977), advocacy is speaking and acting on behalf of 
another person or for a particular issue. In the social work literature, client and cause advocacy 
are commonly used terms (Schneider & Lester, 2001). Client advocacy refers to actions on 
behalf of one individual, unit or entity. Often social workers represent and speak on behalf of the 
needs of their individual clients. Similar to how parents may represent the needs and interests of 
their children with delays or disabilities. While cause advocacy typically involves representing 
the concerns of others (Schneider & Lester, 2001). Just as social workers may advocate for a 
group of individuals, parents may advocate on behalf of other children and families’ interests. 
For the purpose of this study, I used the term “individual advocacy” to represent the concept of 






Further, I used the term “systemic advocacy” based on cause advocacy, to embody the efforts 
and actions parents may take to influence, help or support other families who have children with 
delays or disabilities.  
Parents’ advocacy efforts and actions were integral to the development of IDEA, 
including both Parts B and C, and their advocacy efforts did not end with the initial development 
of the law (Yell et al., 2016). Parents have, and continue to, engage in individual (i.e., for their 
individual children) and systemic (i.e., for other children and families) advocacy, promoting 
improvements to the law, and educational policies and practices that, in turn, support their 
children and others (Turnbull et al., 2015). Parents have reported feeling compelled to advocate 
for their children and other children when: they are dissatisfied with their children’s quality of 
services; they are not involved in decision making; and they do not feel heard by professionals 
((Bacon & Causton-Theoharis, 2013; Hess et al., 2006; Stanley, 2005; Trainor, 2010; Wang et 
al., 2004). Further, some parents have reported that it is their personal mission to help pave the 
way for other parents of children with disabilities, so that they can receive equitable treatment 
and educational services (Schraml-Block & Ostrosky, 2019; Stanley, 2005; Trainor, 2010; Wang 
et al., 2004).  
Parents have reported advocating for their children (individual advocacy) in a myriad of 
ways. For example, parents have reported feeling that something was not “quite right” with their 
child’s development (Boshoff et al., 2017; Marshall et al., 2017; Schraml-Block, 2019) and then 
subsequently pursuing diagnoses and services (Marshall et al., 2017; Wright & Taylor, 2014). 
Parents also have emphasized the importance of education as part of their advocacy efforts. They 
have educated themselves about special education law and their procedural safeguards under the 






conferences/classes, reading books, joining organizations and/or consulting with doctors and 
other family members (Bacon & Causton-Theoharis, 2013; Boshoff et al., 2017; Burke & 
Hodapp, 2016; Burke et al., 2018a; Burke et al., 2019a; Pearson & Meadan, 2018; Rossetti et al., 
2020; Schraml-Block & Ostrosky, 2019; Wright & Taylor, 2014). Further, parents have reported 
educating others, including professionals, about their children’s disabilities (Boshoff et al., 2017; 
Schraml-Block & Ostrosky, 2019; Trainor, 2010; Wright & Taylor, 2014). Regarding parent-
professional partnerships, parents reported advocating in tandem with professionals, which 
involved intentionally developing relationships with school professionals, participating in 
school-related activities (Bacon & Causton-Theoharis, 2013; Burke et al., 2019; Rossetti et al., 
2020; Wright & Taylor, 2014), and requesting that professional advocates attend school meetings 
with them for support (Bacon & Causton-Theoharis, 2013; Burke et al., 2019; Wright & Taylor, 
2014). Within their partnerships with professionals, parents have reported being persistent, 
proactive and/or assertive during their interactions (Burke et al., 2019; Marshall et al., 2017; 
Rossetti et al., 2020; Schraml-Block & Ostrosky, 2019; Wright & Taylor, 2014).   
Although individual advocacy is more common, some caregivers report engaging in 
systemic advocacy, including legislative advocacy, to promote broader change for children with 
disabilities (Burke et al., 2018b; Rossetti et al., 2020; Trainor, 2010; Wright & Taylor, 
2014). Some of the more common systemic advocacy-related activities parents have described 
include: volunteering; communicating with legislators via email, on the phone and in face-to-
face meetings, which often involved educating legislators about disability-related issues; public 
engagements and communication, such as presentations, hearings, fundraisers, and media reports 
(i.e., including newspapers, radio interviews, social media); joining and/or starting advocacy 






2020; Burke et al., 2018b; Rossetti et al., 2020; Schraml-Block & Ostrosky, 2019; Wright & 
Taylor, 2014).  
Regardless of the type of advocacy engaged in (i.e., individual or systemic), parents have 
commented on the necessity of capital resources, including economic, social and cultural capital 
(i.e., time, money, access to information, social connections) to support their efforts (Hess et al., 
2006; Kalyanpur et al., 2000; Rossetti et al., 2020; Schraml-Block & Ostrosky, 2019; Stanley, 
2015; Trainor, 2010). Further, parents have emphasized the importance of developing 
relationships with professionals and legislators (Burke et al., 2018c; Rossetti et al., 2020; Stanley 
2015; Turnbull et al., 2015; Wright & Taylor, 2014), educating themselves and others (Burke et 
al., 2019a; Rossetti et al, 2020), and parent-to-parent networking (Balcazar et al., 1996; Burke et 
al., 2019a; Burke et al., 2019b; Rossetti et al., 2020; Wright and Taylor, 2014) as strategies to 
facilitate their individual and systemic advocacy efforts. Although some advocacy strategies 
have been used across both individual and systemic advocacy efforts, some strategies appear to 
be context specific (Trainor, 2010). For instance, caregivers have reported using their intuition 
and insights about their children as a strategy for individual advocacy (Trainor, 2010). Further, 
parents have described barriers related to both individual and systemic advocacy, such as a lack 
of knowledge or information (Boshoff et al., 2017; Burke et al., 2018c; Burke et al., 2020; 
Wright & Taylor, 2014), limited time (Boshoff et al., 2017; Burke et al., 2020; Rossetti et al., 
2020) and the emotional toll or stress associated with their advocacy efforts (Burke et al., 2018b; 
Wang et al., 2004). Although there are some common barriers experienced across both individual 
and systemic advocacy, there are also context-specific barriers unique to each kind of advocacy. 
For example, logistical barriers, such as finding childcare and traveling far distances, appear to 






Based on the literature, it is apparent that parents engage in different types of advocacy 
activities and efforts (i.e., individual and systemic), across various contexts, including with 
medical and educational professionals, with family and friends, and for other children and 
families (Rossetti et al., 2020; Schraml-Block & Ostrosky, 2019; Wright & Taylor, 2014), and 
they utilize various strategies (Trainor, 2010; intuitive advocate, disability expert, the strategist 
and change agent). Moreover, parents overcome barriers associated with advocacy, such as a 
lack of resources, including time, access to information and the emotional toll connected to 
advocating (Boshoff et al., 2017; Rossetti et al., 2020; Wang et al., 2004). Parents have been, and 
will continue to be, organically connected to and intertwined within the special education 
system, including Parts B and C. Given this historical context and the implicit systemic 
expectation that parents will advocate for their children (Phillips, 2008; Mlawer, 1993), the birth 
to three time period may be the beginning of their advocacy efforts (Smith et al., 2011), and for 
most parents, advocacy remains an ongoing, constant effort throughout their children’s lives 
(Hess et al., 2006; Wang et al., 2004).  
Family Systems Perspective 
The family systems perspective guided the conceptualization and design of this study. 
Family systems theory is an approach to understanding individuals’ behaviors based on the 
interactions between family members, and between the family and larger context in which they 
are embedded (Rosin et al., 1996). The family systems perspective is based on five principles: 
(1) the family as a system is more than the sum of its parts, (2) change in one part of the family 
affects the entire family, (3) subsystems are embedded within the larger family system, (4) the 
family system exists within a larger social and environmental context, and (5) families are 






family affects the entire family (Rosin et al., 1996), suggests the bounded nature of families. 
Families are viewed as interconnected systems or units, and individual family members affect 
other family members, including through their actions and behaviors. For instance, welcoming a 
new child with a disability into a family’s life will impact the entire family unit, including its 
interactions and functions, and potentially its advocacy activities.   
The fourth guiding principle, the family system exists within a larger social and 
environmental context (Rosin et al., 1996), is also pertinent to this study. Each family system is 
nested within a larger societal context, which influences the family unit and vice versa. It is 
possible that the societal context may drive some parents’ advocacy efforts. For instance, the 
larger societal context, including legislation or the lack thereof, influences and potentially shapes 
the lives and activities of families with young children with delays/disabilities. Prior to the 
1970s, the lack of special education legislation led to parents’ collective, systemic advocacy 
actions. In this instance, the societal context impacted families and, in turn, families’ collective 
systemic advocacy efforts impacted other children and families with the development of special 
education legislation. 
Further, according to Turnbull et al. (2015) the family systems framework has four main 
components: family characteristics, interactions, functions, and life cycles. Families have unique 
characteristics, such as size, culture, make up, disability type and geographic location. With 
regard to family interaction, this framework suggests that family members interact with each 
other, including the marital, parental, sibling and extended family subsystems. As it relates to 
function, families have unique needs or purposes, such as affection, economic stability, and daily 
care. Lastly, the life cycle component suggests that families naturally experience life cycle 






may inevitably change the family unit. It is possible that parents’ individual and systemic 
advocacy activities and efforts may be influenced by their family characteristics, interactions, 
functions and life cycles.  
Gaps in the Literature 
 
Parents of children with disabilities have reported the necessity to advocate for their 
children (Alper et al., 1995; Bacon & Causton-Theoharis, 2013; Wang et al., 2004). Parents have 
advocated across a variety of settings, employed several strategies and had to overcome barriers 
associated with advocacy. The literature is robust, describing and illustrating ways that parents of 
older children (who receive Part B special education services) advocate individually (Bacon & 
Causton-Theoharis, 2013; Burke, 2017; Burke et al., 2016; Burke et al., 2018a; Stanley, 2015; 
Trainor, 2010). Further, the field is beginning to gain a better understanding of parents’ systemic 
advocacy efforts, including legislative advocacy, and the strategies and barriers experienced 
within those contexts (Burke et al., 2020; Burke et al., 2018b; Rossetti et al., 2020). However, it 
is unclear what advocacy entails exclusively in the birth to three years, and how it might be 
similar or different from what parents of school-aged children (above age three, accessing Part B 
services) report. In other words, if advocacy changes over time for parents, this information 
would expand professionals’ understanding and could potentially enhance parent advocacy 
trainings and support.  
Parents with infants and toddlers may receive their children’s diagnoses, access 
therapeutic and educational services, and potentially adjust to new feelings, experiences, roles 
and systems as a result of their children’s delays or disabilities. Moreover, EI parents may 
navigate interactions with extended family members, friends and community members, as these 






Ostroksy, 2019; Wright & Taylor, 2014). Further, some professionals have argued that the 
special education system expects parents to participate in the process and advocate for their 
children (Phillips, 2008; Mlawer, 1993). For instance, each state is required annually to measure 
and report EI family outcomes data to the federal government. One of the family outcomes 
relates to parents knowing their rights and advocating for their children (Early Childhood 
Technical Assistance Center, 2020). Moreover, in the context of early childhood (birth-8), it is 
widely recommended that professionals implement practices that promote parents’ advocacy 
skills (Division for Early Childhood’s Recommended Practices, 2014; F9 & F10).  
Despite parents’ steadfast advocacy efforts throughout the history of special education, 
and the inherent expectation built into our educational system that they assume this role, there is 
limited research available focused on parents’ advocacy efforts and experiences in EI. For 
instance, my Early Research Project (ERP) is one of three studies (Marshall et al., 2017; Rix & 
Paige-Smith, 2008; Schraml-Block & Ostrosky, 2019) that specifically explored parents’ EI 
advocacy experiences. This ERP focused on nine families’ constructed meanings of and 
experiences with advocacy in their children’s early years (birth to three). The findings included: 
(a) education and being a voice for their children were critical components of parents’ 
constructed definitions of advocacy, (b) parents engaged in a variety of advocacy interactions, 
across formal (with professionals) and informal (with friends, family & community members) 
settings, and (c) parental advocacy required cultural and social capital. The current study builds 
on the findings of the ERP and expands the literature related to EI parents’ advocacy experiences 
and contexts, including challenges experienced and strategies used. Further, this study utilized 
qualitative methods, including auto-photography and photo-elicitation interviews (the 






parents’ advocacy stories with photographs, giving participants an opportunity to reflect on their 
experiences, choose how they want to be represented in the study, and allowed the photographs 
to guide the interviews (Thomas, 2009; Torre & Murphy, 2015). 
Statement of Purpose 
Given the gaps in the literature, parents’ advocacy efforts historically, and the relevance 
of this topic, the purpose of this study was to explore the ways that parents advocate for their 
young children (birth to three), including the challenges and strategies experienced. The 
following research questions guided this study. According to parents participating in EI services:  
1) What are the experiences and contexts (formal and/or informal; individual and 
systemic) in which parents have advocated for their young children and others? 
2) What challenges, if any, do parents encounter when advocating for their young 
children and others? 






CHAPTER 2: LITERATURE REVIEW 
 
The purpose of this study was to explore the ways caregivers advocate for their young 
children and other children, the barriers they encountered and the strategies they used. In this 
chapter, the term caregiver will be used to describe individuals, such as parents and family 
members, who participated in the studies reviewed. To inform this study, articles were 
reviewed that focused on caregivers’ advocacy experiences, including barriers and strategies. 
Since the research in the birth to three years is limited (Marshall et al., 2017; Rix & Paige-
Smith, 2008; Schraml-Block & Ostrosky, 2019), this scoping literature review included 
studies focused on caregivers who had children from birth to age eight (National Association 
for the Education of Young Children, 2020). That said, the following questions guided this 
scoping review of the literature: 
1. What are the advocacy experiences of caregivers who have young children (birth to 
age eight)?  
2. What are the strategies that caregivers use to facilitate their advocacy efforts for their 
young children (birth to age eight)? 
3. What are the barriers or challenges caregivers experience while advocating for their 
young children (birth to age eight)? 
Search Parameters 
 
The following were variables of interest related to this literature review: (a) parents’ (of 
young children with disabilities) experiences, and (b) advocacy. Seven databases were utilized to 
conduct this literature search: Google Scholar, PsycINFO, Social Services Abstracts, Social 
Work Abstracts (OVID), ProQuest, EBSCOhost, and ERIC. The following keywords were 






Part C; early childhood special education; birth to three; birth to eight; young children; infants 
and toddlers with delays and disabilities; advocacy, including individual, systemic and 
legislative, and parental advocacy/agency; families’/parents’ experiences; and advocacy 
strategies and barriers.  
The inclusion criteria for this scoping review was: (a) empirical work about parental 
advocacy, (b) parents’/family members’ experiences, (c) participant samples of parents/family 
members who had children with disabilities from birth to eight years old, and (d) research 
published in scholarly, peer reviewed journals. There were no limits regarding the years in which 
the studies were conducted or published, methodology types, caregiver roles (mothers, fathers, 
grandparents, foster parents, etc.), disability type, or the number of participants. However, 
studies included in this review were limited to those conducted in the United States, as each 
country may have different perceptions of children with delays and disabilities, and unique 
medical and educational systems that may influence caregivers’ advocacy experiences. Further, 
studies were limited to those that included participants who had children ranging from birth to 
age eight (early childhood) or had at least a portion of their sample representing this age group. 
Several studies included parents of children across a wide age range; however, if even one of the 
participants within a study was the parent of a child within the birth to eight age range, the study 
was included. For instance, Bacon and Causton-Theoharis (2013) included parents with children 
ranging in age from 4 to 21 years old. This study was included in this review because a portion 
of the participants had children in the early childhood age range (birth-8 years old). Specifically 
eight of the 19 children in this study were eight years old or younger. Although the 
aforementioned study indicated the number of children eight years old or younger, not all studies 






children (birth-8 years old) and their caregivers are represented across the studies because the 
researchers did not always report this information. Lastly, reference lists were reviewed to 
identify additional relevant studies.  
Overview of the Literature 
This review consists of two main sections. The first section highlights findings related to 
caregivers’ advocacy experiences (individual and systemic), including strategies and barriers. 
The second section focuses on methodological limitations/considerations, gaps in the literature, 
and implications. In total, 14 studies were identified and are included in this review related to the 
guiding questions (see Table A1 in Appendix A for matrix; Bacon & Causton-Theoharis, 2013; 
Balcazar et al., 1996; Boshoff et al, 2017; Burke, 2017; Burke & Hodapp, 2016; Burke et al., 
2018a; Burke et al., 2019a; Burke et al., 2019b; Burke et al., 2018b; Marshall et al., 2017; 
Pearson & Meadan, 2018; Rossetti et al., 2018; Stanley, 2015; Wright & Taylor, 2014). Of the 14 
studies, ten used qualitative inquiry, three utilized quantitative research methods, and one 
combined both research traditions for a mixed methods study. The literature spans 23 years, from 
1996 through 2019, with one study conducted in the 1990s (1996) and 13 studies in the 2000s 
(2013-2019). The literature represents 3,101 family members who reported their advocacy 
experiences related to their children, ranging in age from birth to 45 years old with a range of 
disabilities. Although every research team did not report participant demographic data, 11 of the 
14 studies (Bacon & Causton-Theoharis, 2013; Balcazar, et al., 1996; Burke, 2017; Burke & 
Hodapp, 2016; Burke et al., 2018a; Burke et al., 2019a; Burke et al., 2019b; Burke et al., 2018b; 
Pearson & Meadan, 2018; Rossetti et al., 2018; Stanley, 2005) indicated family members’ roles 
including: mothers (1,277; 92.003%); fathers (101; 7.277%); others (3; .216%); grandmothers (2; 






the 14 studies (Bacon & Causton-Theoharis, 2013; Burke, 2017; Burke & Hodapp, 2016; Burke 
et al., 2018a; Burke et al., 2019a; Burke et al., 2019b; Burke et al., 2018b; Marshall et al., 2017; 
Pearson & Meadan, 2018; Rossetti et al., 2018; Stanley, 2005; Wright & Taylor, 2014), reported 
caregivers’ ethnicities as: Caucasian (1,047; 71.52%); Latino/Hispanic (187; 12.77%); African 
American (105; 7.17%); other (63; 4.3%); Asian American (44; 3.01%); Haitian American (11; 
0.75%); undisclosed (6; 0.41%); and Indian (1; 0.07%). Two of the 14 studies included 
caregivers of children from birth to age six exclusively (Marshall et al., 2017; Wright & Taylor, 
2014), while the remaining 12 studies included caregivers who had children ranging in age from 
birth to 45 years old. Three of the studies included only children with Autism Spectrum Disorder 
(ASD) and their caregivers as participants (Boshoff et al., 2017; Burke et al., 2019a; Pearson & 
Meadan, 2018), while the remaining studies (11) included children with a range of disabilities. 
Two of the 14 studies included both professionals and caregivers (Burke et al., 2018a; & Burke 
et al., 2019b), and one study involved caregivers and individuals with disabilities (Balcazar et al., 
1996). The findings specific to caregivers’ advocacy efforts (versus professionals or individuals 
with disabilities) were separated. However, one research team (Balcazar et al., 1996) made no 
distinctions between the demographic data and advocacy activities of caregivers versus those of 
individuals with disabilities who participated in their study, so it is unclear who did what as the 
data are presented in aggregate. 
Caregivers’ Advocacy Experiences 
A review of the 14 studies indicates that caregivers of individuals with disabilities 
advocate for their children and other children and families across contexts. Caregivers’ 
experiences entailed individual advocacy (i.e., for their child) and systemic advocacy (i.e., 






caregivers use and barriers they encounter when engaging in both individual and systemic 
advocacy. The following two sections highlight the reviewed research surrounding individual 
and systemic advocacy. Each section includes descriptions, according to caregivers, of what each 
type of advocacy looks like for them, including corresponding strategies and barriers.   
Individual Advocacy 
 Individual advocacy refers to the efforts and activities that caregivers engage in related 
to their children. Caregivers have engaged in individual advocacy for their children across formal 
(i.e., with professionals) and informal settings (i.e., non-professionals), including during 
interactions with educational (including childcare), medical (including health insurance) and 
social service professionals; on social media platforms; politically and amongst family, co-
workers, friends and clergy/church (Boshoff et al., 2017; Wright & Taylor, 2014). Caregivers 
have reported advocating for their children in a myriad of ways, including: (a) recognizing their 
children’s delay/s (Boshoff et al., 2017; Marshall et al., 2017); (b) pursuing services and making 
decisions about medical testing and procedures (Marshall et al., 2017; Wright & Taylor, 2014); 
(c) implementing recommended developmental strategies with their children (Marshall et al., 
2017); (d) educating themselves about special education law, including their procedural 
safeguards under the law, and about their children’s disabilities by searching online, reading 
books, attending classes and conferences, joining organizations and/or consulting with doctors 
and other family members (Bacon & Causton-Theoharis, 2013; Boshoff et al., 2017; Burke & 
Hodapp, 2016; Burke et al., 2018a; Burke et al., 2019a; Pearson & Meadan, 2018; Wright & 
Taylor, 2014); (e) educating others, including educational and medical professionals, co-workers, 
clergy, family, friends and neighbors, about their children’s disabilities (Boshoff et al., 2017; 






with educational professionals (including administrators), being involved in school-related 
activities (Bacon & Causton-Theoharis, 2013; Burke et al., 2019a; Wright & Taylor, 2014), and 
requesting that professionals, including advocates, attend school meetings (Bacon & Causton-
Theoharis, 2013; Burke et al., 2019b; Wright & Taylor, 2014); and (g) being persistent, proactive 
and/or assertive during interactions with professionals (Burke et al., 2019a; Marshall et al., 2017; 
Wright & Taylor, 2014).   
Individual Advocacy Strategies. Strategies, for the sake of this review, are defined as 
something that assisted caregivers in advocating (the terms strategies and facilitators are used 
interchangeably). That said, a frequently reported facilitator of individual advocacy involves 
developing relationships with professionals. This entails networking with professionals who hold 
“high positions” within the school district (Bacon & Causton-Theoharis, 2013; p. 684), and 
developing family-school partnerships (Burke, 2017; Pearson & Meadan, 2018), characterized 
by interactions that involve open communication, respect and validation of caregivers’ feelings 
(Burke et al., 2019a; Stanley, 2015), and at times being assertive (Burke et al., 2019a). Although 
the literature is mixed, some caregivers from rural communities, in particular, have reported 
positive family-professional partnerships and experiences advocating with educational 
professionals. Relatedly, some caregivers have described the strategy of inviting professionals, 
such as advocates and lawyers, to IEP meetings for support (Burke et al., 2018a; Burke et al., 
2019b).  
Another advocacy strategy used is self-education. This includes caregivers’ educating 
themselves about special education laws and policies, child development and their children’s 
specific disabilities (Bacon & Causton-Theoharis, 2013; Boshoff et al., 2017; Burke & Hodapp, 






searching online, attending conferences/classes/trainings, reading books, joining organizations 
and/or consulting with others (Boshoff et al., 2017; Burke & Hodapp, 2016; Burke et al., 2018a; 
Burke et al., 2019a; Pearson & Meadan, 2018; Wright & Taylor, 2014) and, in some instances, 
sharing information about their children’s disabilities with professionals (Boshoff et al., 2017; 
Burke et al., 2018a; Trainor, 2010; Wright & Taylor, 2014). Lastly, some caregivers have cited 
the importance of parent-to-parent support, including face-to-face interactions and online groups, 
in facilitating their advocacy efforts, specifically talking with other parents and sharing their 
experiences (Burke et al., 2019a).  
Individual Advocacy Barriers. For this review, barriers are considered obstacles or 
challenges that make it more difficult for caregivers to advocate (the terms barriers and 
challenges are used interchangeably). That said, caregivers’ advocacy efforts and activities are 
not void of challenges. Some barriers caregivers have reported related to individual advocacy 
include: lack of knowledge about special education laws and procedural safeguards, and in some 
cases, lack of access to this information (Boshoff et al., 2017; Wright & Taylor, 2014); lack of 
resources, such as time to advocate (Boshoff et al., 2017); the emotional implications of feeling 
overwhelmed, stressed and burned out related to feeling the need to advocate for their children 
(Burke et al., 2019a; Wright & Taylor, 2014); and poor communication among caregivers and 
professionals (Burke & Hodapp, 2016).  
Further, traditionally underrepresented caregivers, such as individuals from culturally and 
linguistically diverse (CLD) backgrounds, those residing in rural and urban areas, and caregivers 
from low socio-economic status (SES) have reported unique barriers. For instance, CLD 
caregivers have described poor experiences with professional, school-related stress, stigma 






of access to information about special education and their rights (Burke et al., 2019a; Pearson & 
Meadan, 2018) and lack of access to interactions with professionals in their primary language 
(Boshoff et al., 2017; Rossetti et al., 2018) as barriers to advocacy. Similarly, caregivers from 
rural communities have reported the following barriers: lack of access to information pertaining 
to rights; racism and discrimination because caregivers did not speak English and/or because of 
their immigrant status (Boshoff et al., 2017; Burke, 2017); and the nature of living in small, tight 
knit communities precluded some from voicing their concerns and advocating (Stanley, 2015). 
Like caregivers living in rural areas, individuals residing in urban communities have also 
reported lack of information pertaining to their rights and uniquely, lack of formal support 
groups and advocacy trainings as barriers (Burke, 2017). Lastly, caregivers from low SES, 
similar to other groups, have reported lack of access to resources and information as barriers 
(Boshoff et al., 2017).   
Systemic Advocacy 
Although less common, caregivers of individuals with disabilities have engaged in 
systemic advocacy, including legislative advocacy, to promote change more broadly for their 
children with disabilities and other children and families (Burke et al., 2018b; Wright & Taylor, 
2014). Since the literature is limited regarding systemic advocacy (according to the inclusionary 
criteria of this review), only three studies addressed this topic (Balcazar et al., 1996; Burke et al., 
2018b; Wright & Taylor, 2014) and they are described individually in the following paragraphs, 
including relevant strategies and barriers.  
Balcazar and colleagues (1996) explored the advocacy activities of 21 caregivers who 
had children with disabilities from 2-45 years old, and three individuals who had disabilities 






that the 24 participants engaged in before, during and after attending an advocacy training 
(Partners in Policymaking). Participants reported advocacy efforts at the personal, local, state 
and national level. Participants were categorized by the researchers as beginner, involved or 
activist based on their reported advocacy actions. Some of the advocacy activities and outcomes 
that participants reported included: communicating with professionals/officials (i.e., making 
phone calls, writing letters); educating the community by giving presentations and preparing 
media reports (i.e., newspapers, radio); starting local advocacy groups; helping with the passage 
of local laws, participating in public hearings and joining boards; attending trainings; fund-
raising and volunteering. Regardless of participants’ initial categorization (beginner, involved or 
activist), they all moved beyond their personal interests to focus their advocacy actions on the 
needs of other individuals, including children and families, illustrating the value of an advocacy 
training as a strategy to promote advocacy activities. Barriers to advocacy were not addressed in 
this study.  
Burke and colleagues (2018c) explored 49 caregivers’ legislative advocacy activities, 
including barriers experienced. The following strategies were utilized by caregivers while 
engaging in legislative advocacy: building relationships with legislators; educating legislators 
about disabilities; collectively advocating with other parents; and including fathers in meetings 
with legislators as it was believed that legislators were more likely to respect men’s input (p. 55). 
Conversely, some barriers that caregivers reported entailed: a lack of knowledge related to how 
to advocate; feeling disempowered to advocate; and feeling overwhelmed and burned out (Burke 
et al., 2018c).  
Wright and Taylor (2014) found that 76 caregivers of young children (birth to age six) 






participants indicated that they advocated across educational, medical, and social service 
settings, several caregivers used social media as a platform to engage in advocacy, and some 
caregivers engaged in political advocacy. Caregivers who reported engaging in social media and 
political advocacy, described the following efforts: sharing their children’s stories publicly to 
promote awareness and inclusion, and to connect families who have children with the same 
diagnoses; starting an advocacy organization; and forming relationships with legislators to 
promote the passage of legislation, sponsor bills and establish a specific disability awareness 
month. Caregivers in this study reported being more effective when engaging in individual 
(versus systemic) advocacy.  
Limitations, Gaps in the Literature, and Implications 
Limitations  
As one interprets the findings of the studies included in this scoping literature review, it is 
critical to consider limitations of this review. First, there was no attempt to comprehensively 
evaluate the methodological choices and rigor of each study based on the special education 
quality indicators. This is important because adhering to research standards increases the 
reliability of the a study’s findings.  
Second, the target studies explored the advocacy experiences of caregivers who had 
children across a wide age range (outside of birth to eight). For instance, one research team 
(Balcazar et al., 1996), included the experiences of caregivers who had children ranging in age 
from 2-45 years old. Since there were some caregivers and children (2-8 years old) within that 
study who met the inclusionary criteria, the study was included in this scoping review. That said, 
the advocacy experiences of caregivers who have infants and toddlers, according to this review, 
were captured in a limited way as their experiences were not separated from those of caregivers 






children are not clear. Research that solely focuses on the lived experiences of caregivers who 
have infants and toddlers with delays or disabilities would provide a more precise picture of 
those particular caregivers’ experiences. This is important because caregivers’ advocacy 
experiences in their children’s early years may look unique because caregivers are beginning 
their advocacy journeys and their experiences may extend beyond educational contexts, and 
Parts B and C of IDEA are vastly different, perhaps requiring different advocacy efforts (than 
caregivers of older children accessing Part B services).  
Third, and relatedly, there might have been some studies that could have been included in 
this review; however, the researchers did not report demographic data related to the children and 
thus were excluded from this review if children’s ages were not indicated. This means that there 
were several studies that were applicable to the topic of this review and provided insights 
regarding caregivers’ individual and systemic advocacy experiences, but they were excluded 
because it was unclear how old the participants’ children were at the time when the studies were 
conducted. For example, Rossetti et al. (2020) examined caregivers’ individual and systemic 
advocacy; however, this study was excluded from the review because the researchers did not 
indicate the ages of the participants’ children.   
Fourth, studies were included in the review that focused on caregivers’ advocacy 
experiences as explicitly identified by the researchers in their research questions and/or purpose. 
However, it is possible that some studies may have been unintentionally excluded from the 
review because advocacy was not the primary purpose of the study. And finally, the lack of 
clarity and consistency related to terminology, such as parental/family advocacy within the 
context of EI may be problematic. For instance, it is possible that the term advocacy may not be 






engagement is a broad, umbrella term, housing many other concepts within it, including 
advocacy. For the purpose of this literature review, advocacy was selected as a search term (and 
not family engagement) because it is one specific piece of family engagement. Moreover, 
advocacy extends beyond family engagement in formal, specialized services such as EI and 
includes interactions with family, friends, and community members as well as systemic 
advocacy, including legislative advocacy.   
Gaps in Literature  
 
Based on this scoping literature review, a few gaps exist that are worthy of consideration. 
The most prominent gap in the literature involves the lack of studies that specifically address 
caregivers’ advocacy experiences in the early years (birth to three while accessing EI services 
and supports). The studies included in this review explored the advocacy experiences of 
caregivers who have children from birth to age eight (early childhood), yet only two of the 14 
studies (Marshall et al., 2017; Wright & Taylor, 2014) specifically included the experiences of 
caregivers who had children ranging in age from birth to six years old. Since several studies 
highlighted in this review included caregivers who had older children (above age eight), this 
review combined the advocacy experiences of caregivers with children across a wide age range 
(birth to 45 years). Therefore, the advocacy experiences of caregivers of children from birth to 
age three are represented in a limited fashion in this review, as it is unclear which experiences 
are explicitly those of caregivers with infants and toddlers. 
Further, despite caregivers historically spearheading systemic change withing the special 
education system (Turnbull et al., 2015; Yell et al., 2016), most of the literature focusses on 
individual and not systemic advocacy. For instance, within this review, only three of the 14 






indicating the imbalance of research studies on this topic, with the majority skewed towards 
individual advocacy. The preponderance of studies examining individual advocacy (versus 
systematic) may indicate how advocacy is conceptualized among researchers conducting the 
studies, including their assumptions and expectations about caregiver advocacy.  
Relatedly, there are demographic limitations of the reviewed studies. Across the 14 
studies, most of the participants were white mothers, which provides a narrow understanding of 
caregivers’ advocacy experiences, including strategies and barriers. That said, there are specific 
populations (e.g., fathers, rural, CLD, caregivers with limited resources from low SES) which 
face unique and exacerbated barriers to advocacy. Thus, it is important to study the advocacy 
experiences of these caregivers to gain a more comprehensive understanding of caregivers’ 
experiences across demographics. 
Finally, although the majority of reviewed studies (10) used qualitative methods, visual 
methods, including auto-photography and photo-elicitation interviews, were not utilized to 
explore this topic. Moreover, few research teams within the United States have used these 
methods within the field of special education (Stockall, 2013; Li et al., 2015). Using auto-
photography and photo-elicitation interviews to explore caregivers’ individual and systemic 
advocacy experiences allows participants to choose visual representations of their experiences 
ahead of the interviews, allowing them to reflect, prepare and control the narrative by leading the 
discussions and choosing the images and stories shared during research (Savin-Baden & Major, 
2013; Thomas, 2009; Torre & Murphy, 2015; Hurworth, 2003). As a result of these gaps in the 
literature, the field of EI, and special education broadly, is missing an important perspective – 









Based on this scoping literature review, the evidence suggests that caregivers engage in 
individual and systemic advocacy across settings and people (i.e., with medical and educational 
professionals, with family and friends, for others, with legislators, online). Moreover, caregivers 
have developed strategies to facilitate their efforts and have experienced challenges along the 
way. Across the literature, it appears that education can be both a strategy (Boshoff et al., 2017; 
Burke, 2017; Pearson & Meadan, 2018; Wright & Taylor, 2014) and a barrier to advocacy 
(Boshoff et al., 2017; Burke, 2017; Burke et al., 2018b). Moreover, building relationships with 
educational professionals and legislators is a commonly reported strategy among caregivers as a 
way of working together work to achieve advocacy goals (Burke, 2017; Burke et al., 2019). In 
addition to a lack of information, the emotional ramifications, such as feeling overwhelmed, 
stressed and burned out, are reported barriers across advocacy efforts (i.e., individual and 
systemic; Burke et al., 2018a; Burke et al., 2018b; Wright & Taylor, 2014). And, 
underrepresented caregivers experience unique circumstances and challenges while advocating 
for their children, including limited resources, racism, and lack of culturally responsive 
professionals (Boshoff et al., 2017; Burke, 2017; Burke et al., 2019a). 
Regardless of potential barriers experienced, some caregivers’ advocacy efforts can lead 
to positive outcomes, including access to more specialized services for their children and positive 
school experiences (Burke et al., 2018a; Burke et al., 2019). Although caregivers’ advocacy 
efforts may result in positive outcomes, these experiences can negatively impact caregivers’ 
well-being. For instance, caregivers have reported feeling stressed and exhausted from 






Overall, this literature review emphasizes the limited evidence available that illustrates 
the lived advocacy experiences of caregivers who have infants and toddlers with delays or 
disabilities participating in EI (birth to three). It is unclear what advocacy looks like for 
caregivers who have infants and toddlers, including the contexts in which advocacy occurs, and 
the strategies and barriers involved. Further, all of the studies included within this literature 
review involved formal advocacy efforts with professionals, including doctors, 
teachers/administrators and legislators. However, it is unclear how caregivers advocate for their 
children among family, friends, neighbors and other community members (i.e., informal 
contexts). For instance, caregivers who participated in my ERP indicated ways that they 
advocated for their children outside of interactions with educational and medical professionals, 
such as advocating during interactions with family members and friends (i.e., informal 
advocacy). Some of the informal advocacy efforts that caregivers shared involved requesting that 
others (librarian and grandparents) make environmental accommodations to support their 
children, and proactively talking about their child’s disability with co-workers before their co-
workers had a chance to ask questions about their child’s disability. Based on the limited 
literature, it is unclear how caregivers’ advocacy activities and efforts may change over time and 
across settings (with professionals and within caregivers’ social circles). It is possible that if the 
field of special education gains a better understanding of what advocacy looks like for caregivers 
in their children’s early years across formal and informal contexts, then those experiences, 
including strategies and barriers, could be compared with those efforts of caregivers who have 
older children (to learn how advocacy may or may not change over time). Moreover, 
professionals may begin to promote caregivers’ individual and systemic advocacy efforts across 






are beginning their advocacy journeys. For the current study, qualitative inquiry was used, 
specifically visual methods, including, auto-photography and photo-elicitation interviews, to 







CHAPTER 3: METHODS 
 
Overview of the Study 
This pragmatic qualitative study explored EI caregivers’ advocacy experiences. 
Pragmatic research involves drawing on the most “sensible and practical” methods to answer 
one’s research questions (Savin-Baden & Major, 2013). That said, the research questions that 
guided this study focused on the experiences and contexts (formal and/or informal; individual 
and systemic) in which caregivers advocated for their young children and as well as other 
individuals with disabilities; the strategies they used to advocate for their young children and 
others; and the challenges, if any, they encountered when advocating for their young children 
and others. University Institutional Review Board (IRB) approval was obtained prior to the start 
of this study (see Appendix B for approval).  
Introduction to Qualitative Inquiry  
 Qualitative inquiry is a research approach that seeks to explore and understand 
participants’ lived experiences and their interpretations of those experiences (Maxwell, 2013; 
Savin-Baden & Major, 2013; Schwandt, 2000). Qualitative inquiry is guided by several 
principles: it is inductive in nature, recognizing the individual experience or emic perspective; it 
occurs in naturalistic settings and recognizes the context in which participants’ experiences 
occur; involves the use of descriptive data, such as words and visuals; and it views the researcher 
as the primary instrument who participates in the research process (Bogdan & Biklen, 2007; 
Creswell, 2009; Savin-Baden & Major, 2013). There is no one single way to approach and 
conduct qualitative inquiry. That said, the qualitative data collection strategies to best answer the 






about each family, auto-photography (prior to interviews), and photo-elicitation and semi-
structured interviewing methods to explore caregivers’ stories and experiences in detail.   
Introduction to Auto-Photography and Photo-Elicitation Interviews 
Visual methodologies in qualitative research include auto-photography and photo-
elicitation interviews. Auto-photography is an ethnographic research method aimed at “seeing 
the world through someone else’s eyes” (Thomas, 2009, p. 1) by asking participants to take 
and/or collect photographs of their world and lived experiences (Glaw et al., 2017). Auto-
photography involves participants selecting pictures representing their experiences and 
perspectives related to the research topic; these artifacts are considered data (Thomas, 2009; 
Torre & Murphy, 2015). According to Agbenyega, “Images are communication 
tools…Communication in any form, whether verbal or non-verbal, is central to human existence 
and its content represents a unit of analysis” (2008, p. 56). Further, documents, such as 
photographs, are tangible examples of participants’ “social meaning-making” (Savin-Baden & 
Major, 2013, p. 410).  
Photo-elicitation interviews involve using the selected pictures to guide the interview, 
thereby allowing researchers to explore participants’ explanations anchored to the pictures (Torre 
& Murphy, 2015). Although photographs may be selected by either the researcher or participants 
to be discussed during the interview, it is considered more inductive when participants take or 
select their own photographs (auto-photography) to represent their experiences (Heisley & Levy, 
1991). Photographs are used as a tool for participants to reflect on their experiences, participate 
in research and describe their experiences with visual support to accompany their narratives 






Both of these methodologies, which are often used together, can enhance the richness of 
the data because photographs have the power to capture details of participants’ stories and 
experiences that can be difficult to articulate with words (King et al., 2019; Thomas, 2009; Weiss 
et al., 2017). Further, auto-photography and photo-elicitation interviews allow participants to 
make decisions about how they want to be represented in research when they select photographs 
that illustrate their stories and experiences (Thomas, 2009; Torre & Murphy, 2015), empower 
participants to “drive” the conversation, inviting them to share their interpretation of their 
experiences during the interview (Hurworth, 2003, p. 2), and build trust between the researcher 
and participant (Harper, 2002; Torre & Murphy, 2015). Additionally, according to Stockall and 
Davis (2011), “It [photo-elicitation] is advantageous to the interview process because the images 
evoke past memories and experiences enhancing the interviewee responses.” Further, these two 
methods used together can strengthen the trustworthiness of study as they provide a member 
check (Heisley & Levy, 1991; Lincoln & Guba, 1985; Torre & Murphy, 2015).  
Despite the aforementioned benefits of auto-photography and photo-elicitation 
interviews, a few challenges exist. First, auto-photography requires participants to have the 
means to capture their photographs through a camera or cell phone, or it requires researchers to 
provide cameras, which can be costly (Thomas, 2009). Although technological advances with 
cell phones have provided more individuals with cameras (Torre & Murphy, 2015), some may 
still have limited or no access to cameras, thereby excluding some participants from studies 
using this method or requiring researchers to provide cameras. Second, to date, auto-photography 
is not a widely used research method. As a result, less is known about it, including how to 






challenges, as participants may not fully understand how their photographs may be used for 
research (Torre & Murphy, 2015). 
Despite the aforementioned limitations, auto-photography and photo-elicitation methods 
were chosen for this study as strategies to capture and convey participants’ lived advocacy  
experiences because of their added value and benefits to understanding caregivers’ experiences. 
Thus, through the use of auto-photography and photo-elicitation interviews, I wanted to: 
empower participants to consider their own constructed meanings of advocacy, reflect on their 
past and current advocacy experiences, select pictures that represent and align with those 
advocacy experiences, and let the photographs guide the interviews.  
Researcher Worldview and Positionality  
According to Lincoln and Guba (2003), researchers view the world through various 
lenses, often called a worldview or paradigm, and qualitative inquiry should align with one’s 
worldview (Savin-Baden & Major, 2013). Since I believe that people make meaning or construct 
their understanding of the world based on their individual experiences and through social 
interactions, social constructivism served as a framework for this study (Savin-Baden & Major, 
2013). Lincoln and Guba noted that “…constructivism means that human beings do not find or 
discover knowledge so much as we construct or make it” (2003, p. 12). Since participants’ 
experiences are varied and individualized, I explored the complexity of their lived experiences as 
caregivers of young children with delays or disabilities. Constructivism was the foundation of 
this study and all methodological choices aligned with this worldview.  
Researcher Reflexivity  
Ethical, high-quality qualitative inquiry involves researcher reflexivity – the disclosure of 






the research process (Brantlinger et al., 2005; Savin-Baden & Major, 2013). Therefore, 
throughout the study, the research team acknowledged and reflected on their experiences, beliefs 
and perceptions related to this study by writing reflective memos and engaging in discussion 
during regular meetings.  
Prior to conducting this study, I reflected on my positionality in relation to the study. I am 
a white, middle class woman. As an early interventionist for over a decade, I have partnered with 
more than 100 families and their young children with delays and/or disabilities from diverse 
backgrounds. Through these partnerships, I have learned how caregivers develop, enact and/or 
strengthen their advocacy skills by educating themselves, making decisions, solving problems, 
supporting the individual needs of their children, negotiating difficult conversations with 
professionals and family members, and advocating for other children and their families. In 
addition to my experiences as a direct service provider in EI, I have worked as a professional 
development consultant for six years, developing and facilitating learning opportunities for in-
service professionals centered around family engagement. Although I consider myself an 
“insider” in some respects, (i.e., as I have extensive knowledge of the EI system and have 
partnered with many families accessing EI services), I am a novice researcher with limited 
experience using qualitative inquiry, specifically visual methods, to explore caregivers’ 
experiences. I have assisted others with qualitative research, including data collection (i.e., 
facilitating focus groups) and analysis, and I conducted several individual interviews for an 
earlier research project. Furthermore, I am not a parent of a child with a delay or disability 
receiving EI services and thus I am positioned as an “outsider” in this way. Although I am not a 
parent of a child with a developmental delay or disability, I have a vested interest in this work, 






Throughout this study, I was mindful of how my biases, feelings, experiences, 
assumptions and values impacted the research process, and conversely, how the research 
experience, participants and findings influenced me as a researcher. According to Savin-Baden 
and Major (2013, p. 13), “…in qualitative research, the researcher and research are 
interdependent, and they change and are changed by each other.”  With that in mind, I engaged 
in ongoing reflection, which involved writing reflective memos as a tool to facilitate reflection 
and analytic insights after each interview (Brantlinger et al., 2005; Maxwell, 2013), and I 
discussed these reflections with the research team. For instance, during an interview with one 
caregiver, a mother shared her experiences moving from face-to-face EI services to virtual visits 
as a result of the COVID-19 pandemic. The mother described how much better their EI therapist 
engaged and taught her son during face-to-face visits compared with her efforts without in-
person visits. She said,  
There's something about climbing into Ms. [therapist’s name] lap and grabbing the book 
and pointing to a ball. That's way different than climbing into momma's lap and doing the 
exact same exercise. I think it's just more they recognize that authority, that change in 
authority. ‘She's the therapist, okay. We're going to do things different with her than we 
will with momma.’ 
In that moment, my heart sunk and I wanted to empower this mother by telling her how 
important she was in promoting her son’s development. Instead, I reminded myself of my role at 
this point in time – a researcher, not an early interventionist nor professional development 
consultant. I was there to listen and learn from her. After the interview, I noted how this 






and by talking about it with the research team, acknowledging my biases, and how I responded 
during the interview.  
The Research Team 
 The research team consisted of myself,  my advisor and a research assistant (RA), from 
the Department of Special Education at the University of Illinois. The research team members 
were significantly involved in the development and implementation of this study. Further, all 
team members completed the required Illinois IRB research trainings and were approved as 
research team members prior to data analysis.  
 My advisor, is a professor and department head in the Department of Special Education 
at the University of Illinois. She has worked in the field of special education as a teacher, 
researcher, teacher-educator and administrator for almost 40 years. Throughout her career, she 
has engaged in both qualitative and quantitative research related to the inclusion of young 
children with disabilities, social-emotional competence and challenging behavior. She has over 
100 peer-reviewed articles, books, and chapters. Lastly, my advisor has mentored over 30 
doctoral students and has been recognized as an exceptional mentor (among other recognitions).  
 The RA is a graduate student in the Early Childhood Special Education program at the 
University of Illinois. He worked as a service coordinator with families in the Illinois’ EI 
program for more than one year. Additionally, he had prior experiences in both research 
traditions and completed a qualitative study for his master’s thesis.  
Participants 
Selecting appropriate participants representative of the population of interest is a critical 
component of conducting high-quality qualitative research (Brantlinger et al., 2005). Given the 






disabilities participating in Illinois’ EI program were deemed appropriate as participants to best 
answer the research questions. The inclusionary criteria for participants included: (a) caregivers 
currently receiving EI services through Illinois’s Part C program for at least six months at the 
start of the study; (b) caregivers of young children with delays/disabilities who spoke English 
and were at least 18 years of age; and (c) caregivers located in Illinois.   
Participant Recruitment 
Participants representative of caregivers receiving EI services in Illinois were 
intentionally recruited for this study (see Appendix C for informational flyer). Broad recruitment 
efforts across the state of Illinois were made, as I contacted over 70 individuals and 
organizations/programs, including social media pages relevant to caregivers who have young 
children receiving EI services. I recruited caregivers primarily by contacting professionals and 
caregivers directly. These approaches are described next. 
I contacted several professionals and programs, including Child and Family Connections 
(CFC) offices across the state of Illinois (which serves as the EI entry point for families based on 
their geographic location). Further, several agencies (i.e., Developmental Services Center, Leaps 
and Bounds Family Services, Early Head Start) and service providers were contacted, including 
their social media pages. For instance, I posted information about the study on the Illinois Early 
Intervention Providers and The Illinois Developmental Therapy Association Facebook pages, 
that are frequently accessed by service providers across the state. Additionally, I individually 
contacted direct services providers across the state who I knew from my work in EI; I informed 
them of the study. Lastly, parent support and advocacy organizations, including their social 
media pages were contacted. Some examples included: the two Illinois Parent Training and 






Community Organizing and Family Issues, The Ounce of Prevention Fund, Illinois Hands and 
Voices, and GiGi’s Playhouse.  
 I also attempted to reach caregivers directly by sharing information about the study on 
social media pages created by and for caregivers. Some of these Facebook pages included: 
MamaTribe Chicago, South Side Special Moms, Easterseals Parent Support Group, CU Able, 
LULA – Latinas United in Love for Autism, Vision Parents Empowered of Chicagoland, and 
Chicagoland Autism Connection. Several of these groups were closed and required special 
permission to share information (some groups approved my request, while others did not). 
Additionally, I used snowball sampling with the caregivers who participated in the study, which 
involved asking them to share the research flyer with other caregivers they knew who might 
qualify and be interested; this invitation was made after participants completed all parts of the 
study. 
Participant Screening 
In an effort to purposefully interview a diverse sample of caregivers, in terms economic 
means, race/ethnicity and disability-type, I screened participants (see Appendix D for screening 
script). The screening procedures are described next. When participants expressed an interest in 
the study, I emailed them the following screening questions: Are you a caregiver of a child who 
has been receiving early intervention services for at least 6 months and are 18-years or older?, 
Are you able to be interviewed either online (video conference) or by phone in English?, Do you 
have access to a camera (can be your cell phone) to take pictures?, How did your child 
become eligible for EI?, Are you currently located in the U.S.?, What is your racial/ethnic 






to $49,999, $50,000 to $74,999, $75,000 to $99,999, $100,000 or more) and What 
does “advocacy” mean to you? In other words, how do you define advocacy?  
These screening questions were created to ensure that participants met the study’s 
inclusionary criteria and to intentionally recruit (i.e., purposeful sampling) participants who were 
varied in terms of disability, income and racial/ethnic diversity. It is important to note that the 
last screening question, What does advocacy mean to you?, was not used to screen participants. 
Rather, this question was included at the screening phase to promote caregivers’ thinking as they 
selected photographs of their advocacy experience, if they were selected to participate in the 
study. This question was purposefully asked during the screening phase to minimize the number 
of requests asked of participants prior to the interviews.  
In total, 31 families (32 caregivers) expressed an interest in the study. See Table A3 in 
Appendix A for details about individuals who expressed interest in the study, including 
participants who were not eligible, selected participants, individuals who were not chosen and 
participants who did not finish the study. During weekly meetings with Dr. Ostrosky, we 
reviewed, discussed and selected participants on a rolling basis. We carefully considered the 
screening data provided by participants and focused particularly on caregivers’ identified 
race/ethnicity, income and child’s disability type/qualifying reason for EI program as we chose 
participants. This participant sample is more diverse (with regard to income and disability type) 
than the sample of caregivers in Schraml and Ostrosky’s 2019 study. See Table A3 in Appendix 
A for a side-by-side comparison of participants in Schraml and Ostrosky’s study and those in the 
current study. 
After selecting participants, I experienced some difficulty sustaining three participants’ 






completed the screening questions, returned the signed consent forms, but did not submit her 
photographs even after three follow up communications via phone and email. A second caregiver 
completed all of the aforementioned steps and submitted her photographs, but declined an 
interview as a result of the time commitment. And, a third caregiver experienced technological 
difficulties during the interview and was disconnected after 6.5 minutes. After following up with 
her twice via email, she stated that she would not be able to dedicate an hour to an interview 
because of her child’s needs combined with the lack of childcare.  
Caregiver Participants 
Thirteen caregivers, representing 12 families and 12 children with various 
delay/disabilities participated in this study. The majority of participants were mothers of young 
children (n = 11), one grandmother/legal guardian (n = 1) and one father (n = 1). While 
participants represented both parents and one grandparent, the term caregivers is used to refer to 
study participants. Caregivers identified racially/ethnically as follows: Caucasian (n = 11), Latina 
(n = 1) and multiracial (n = 1). All of the caregivers lived in one midwestern state in both rural (n 
= 2) and urban areas (n = 11), as defined by the United States Census Bureau, 2020. Caregivers 
and their children participated in the state’s EI program for varying amounts of time, ranging 
from 8 to 32 months (M = 17 months). Again, see Table A3 in Appendix A (left hand column) 
for additional details about the participants, including both caregivers and children.  
Participant Incentives. To convey my appreciation for the participants’ time and 
willingness to share their stories and experiences, caregivers who completed all components of 
the study received an $80.00 Amazon gift card. All 12 families (13 caregivers) completed the 
study in its entirety and received the incentive. Additionally, each family received an advocacy 






Study Context and Setting  
 This research study was conducted in the spring and summer of 2020 in Illinois. At the 
same time, the world was experiencing a global pandemic. The COVID-19 pandemic resulted in 
a state-wide “stay-at-home” order issued by Illinois Governor J. B. Pritzker, which prohibited all 
non-essential activities beginning on March 21, 2020. The Governor’s mandated restrictions 
lessened over the summer as the administration’s five-phase plan was implemented, slowly 
resuming activities based on infection and death rates. At the same time, the state’s EI program 
paused face-to-face services with families and children, from March 21, 2020 until August 1, 
2020. Prior to the pandemic, Illinois had not established the infrastructure to provide telehealth 
services. However, the state quickly amended its policies and procedures to allow for virtual 
service provision during the pandemic. With that in mind, Illinois’ EI system was overwhelmed 
as it shifted its service delivery approach from face-to-face settings to phone conversations and 
live virtual visits. Once this service delivery approach was approved by the state, the 25 CFC 
offices across the state, informed families of this new platform, obtaining parental consent and 
setting up services for families online. Likewise, EI service providers were beginning to provide 
family-centered care through live virtual visits. It was at this time, that I began recruiting 
caregivers for this study.  
The context of this study impacted the methodological choices, including the design of 
the study and recruitment strategies; potentially participant retention and the overall stressors that 
participants and the research team may have experienced. Although I originally planned to 
conduct face-to-face interviews with families, the COVID-19 pandemic necessitated a change in 






communication and online photo-elicitation interviews over Zoom, at each participant’s 
preferred day and time. 
Further, the study’s recruitment strategies included exclusively online efforts --  email, 
phone and social media. Additionally, when I contacted professionals, including CFC staff, 
direct service providers and advocacy organizations to share information about this study with 
caregivers, I found that many organizations were overwhelmed by the aforementioned changes 
to the EI system and the pandemic. Many programs did not respond to my request, and the few 
who did, informed me that their programs were too overwhelmed to consider my request. 
Although I received the most responses from direct service providers (i.e., individuals I knew 
from my work in EI), who were willing to share the study’s recruitment flyer with caregivers 
with whom they partnered, they did warn me that caregivers were overwhelmed by the pandemic 
and changes to service delivery. Caregivers who participated in Part C services were accustomed 
to face-to-face services in their natural environments, and now had to make decisions about their 
comfort and interest in this new, virtual method of service delivery. Further, it is possible that 
caregivers were experiencing additional demands and stressors than usual, like the majority of 
the world at this time. For instance, it is possible that many caregivers were working from home 
(if they had not lost their jobs), supporting the e-learning schedule and demands of their older, 
school-aged children, and caring for their young children with delays/disabilities. Moreover, it is 
likely that caregivers were processing and coping with the emotional stress associated with the 
pandemic, including the significant changes to their lifestyle, worrying about their own health 
and that of their family, and, it is possible that some caregivers were even caring for or grieving 
the loss of family members or friends who were sick with the coronavirus. As a result, it is 






related to the COVID-19 pandemic. Likewise, the research team was also experiencing increased 
personal and professional changes, demands and stress, while facilitating this study.  
Study Measures and Procedures  
 The measures included in this study were: auto-photography, demographic survey and 
photo-elicitation interviews. These measures are described next. Then the study procedures are 
described generally and then specifically for each measure.  
Auto-photography 
Auto-photography allows researchers to see the world through participants’ eyes by 
asking them to take and/or collect photos of their world and lived experiences (Glaw et al., 
2017). Further, auto-photography allows participants to consider and make decisions about how 
they want to be represented in research by choosing the images that best represent their 
experiences (Noland, 2006). Participants’ in this study were invited to take/select 3-5 
photographs representing their advocacy experiences, which guided the majority of the 
interview, which is described in the section titled Photo-elicitation interviews.  
Family Demographic Survey 
The family demographic survey was developed by the research team and consisted of 19-
items (See Appendix F). These items were designed to learn about each child and caregiver. For 
instance, the first part of the survey included questions related to the child’s age, gender, amount 
of time in EI, and kind of services received. Then the second portion of the survey, focused on 
the caregiver including the caregiver’s gender, relationship to the child, age, zip code, marital 
status, educational background, occupation, total annual family income, racial/ethnic 







Photo elicitation interviews 
Photo elicitation interviews can involve using participants’ selected pictures to guide the 
interview, centering the discussion around their photographs (Torre & Murphy, 2015). 
Participants’ selected photographs were used as a guide for the majority of each interview. The 
photo-elicitation, semi-structed interview protocol contained questions divided into three main 
sections: (1) caregivers’ advocacy experiences represented in their photographs; (2) caregivers’ 
experiences advocating with their family, friends and other community members; and (3) 
caregivers’ experiences advocating for other children and families. The first portion of the 
protocol, which constituted the majority of the interviews, involved learning more about each 
participant’s photographs (photo-elicitation). The second and third sections of the protocol 
included questions about caregivers’ experiences outside of their shared photographs and related 
to caregivers’ advocacy experiences in informal contexts (individual advocacy) and for other 
children and families (systemic advocacy). Finally, the interview protocol concluded with a few 
wrap up questions. See Appendix G for the interview protocol.  
Study Procedures 
Interested participants contacted the research team via phone or email to learn more about 
this study. In response, participants were asked to complete screening questions (mentioned 
previously) that were sent to them via email. After reviewing the screening information 
provided, participants were selected based on their child’s disability, their family income, 
race/ethnicity and whether they met the inclusionary criteria of the study (described previously). 
Once participants were selected, I described the study’s purpose in more detail and reviewed its 
requirements, including the aforementioned description of the auto-photography and photo 






two consent forms via email (see Appendix H for the consent forms). The first consent form 
described the study and participants’ rights. The second consent form outlined participants’ 
options to share their photographs, including the following: all photographs of you and/or your 
child may be used in written publications and/or presentations, or participants may grant 
permission for the photographs that do not contain their child(ren) to be used in written 
publications and/or presentations. A third consent form was only used when participants 
included images of other individuals outside of their immediate family. For example, a few 
participants included images of their child’s EI therapist and extended family, from whom 
written consent was obtained. Once participants shared their photographs electronically with 
corresponding titles and descriptions, online interviews were scheduled and participants received 
a meeting link (password protected) and phone number, allowing participants to choose how they 
wanted to participate (one participant preferred to participate on the phone, while the remaining 
11 participated online with their cameras on).  
At the beginning of the recorded interviews, I briefly reviewed the purpose of the study, 
expectations (information shared would remain confidential, participation was voluntary, 
participants could decline to answer any of the questions and the interview should last no longer 
than 75 minutes), and expressed my gratitude for participants’ willingness to share their time and 
experiences. Then I shared my screen with participants as we completed the demographic 
survey, or I read each question to the participant on the phone; this took approximately 10 
minutes to complete. After completing the demographic survey, the photo elicitation interviews 
began. Both the interview protocol and participants’ selected photographs were displayed on the 






both viewed the same photograph as I read the interview questions and we discussed each one. 
As participants and I discussed their experiences, I took notes in a Word document.  
At the conclusion of each interview, I asked participants if there was anything else that 
they would like to share with me that was not discussed. The participants were thanked for their 
time and willingness to share their stories and experiences, and they were reminded of the 
member check summary (described later). After all components of the study were complete, 
participants received one Amazon gift card for $80.00 and an advocacy resource (both 
electronically).   
Auto-photography Procedures 
After signing all consent forms, and prior to the Zoom interviews, participants were 
asked to take or gather 3-5 photographs that represented their advocacy experiences related to 
their young children or other children with delays or disabilities. I was careful not to influence 
participants as they selected their photographs as is evident in the following instructions 
participants received via email: Please take/gather 3-5 photographs that represent your 
experiences advocating for your child and/or other children and families. The experiences 
represented in the photographs can be current experiences, something that has happened in the 
past and/or experiences that align with your definition of advocacy. You can take new 
photographs and/or use photographs that you have already taken. And, there are no right or 
wrong photographs – these are photographs that represent your stories and experiences. These 
photographs can be, but are not limited to, representations of your experiences advocating for 
your child and advocating for other children with delays and/or disabilities, and may include 
experiences with professionals, family members, friends, neighbors, and others. For example, if I 






following: (a) a photograph of me and my dog meeting with the veterinarian (with their consent) 
about my dog’s health and behavior, (b) a photograph of me showing my sister (with her 
consent) how to take care of my dog while I’m out of town, and (c) a photograph of the place 
where I volunteer to support a local rescue organization. Your own definition of advocacy may 
give you some ideas. Once you've taken/gathered your photographs, please email them to 
me with a title and a short 1-sentence description for each photo and we'll schedule the 
interview. During the interview, I'll ask you to share some background information with me 
about you and your family by completing a short survey that will take less than 10 minutes. After 
you have completed the survey, I will ask you some questions related to your photographs and 
advocacy experiences. 
Although I wanted to provide clear instructions to the participants, I did so by giving 
them a related example, but not an exact example (i.e., advocacy for a child). When participants 
had questions about this component, I simply encouraged them to select pictures that represented 
their advocacy experiences and reminded them that were no “right” or “wrong” pictures. Further, 
based on Schraml and Ostrosky’s (2019) findings, caregivers shared experiences advocating for 
other children and families (systemic), and gave several examples of individual advocacy beyond 
their interactions with professionals (formal); these included experiences with family members 
and co-workers (informal). Therefore, I intentionally designed the study with that in mind. I 
attempted to encourage them to think broadly about their experiences, to go beyond their 
experiences with their children and beyond advocacy with professionals. If I had asked family 
members to take and/or gather photographs of how they advocated for their child (individual), I 
would have assumed that they did not have systemic advocacy experiences. Furthermore, I 






friends, and community members. Additionally, I limited the number of photographs to 3-5 in 
order to allow for as much discussion as possible about each picture (Heisley & Levy, 1991), and 
for time to ask additional questions outside of participants’ photographs (i.e., about advocacy for 
others and advocacy in informal contexts).   
All of the participants had access to a camera and internet to complete the auto-
photography component of the study. Families either emailed (n = 11) or texted (n = 1) their 
photographs with titles and/or brief descriptions of their photographs. Participants submitted two 
to eight pictures each (M = 4 photographs) for a total of 56 photographs. The pictures discussed 
during the interviews were coded; this process is described later.  
Family Demographic Survey Procedures 
Participants completed the demographic survey at the beginning of the interviews. I used 
the share screen feature of Zoom to display the demographic survey, and while participants 
looked at the survey, I read the survey questions and recorded their responses. For the participant 
who participated over the phone, I read each survey question to her and recorded her responses. 
The purpose of gathering this information was twofold: to describe the sample of participants 
who participated in the study and to provide insight related to their advocacy resources and the 
kinds of formal systems they had experiences navigating. Participants indicated accessing the 
following resources outside of EI: private therapies/services (n = 4); the Division for Specialized 
Care for Children (n = 3); and Special Supplemental Nutritional Program for Women, Infants 
and Children (n = 2). Although families identified these resources on the demographic form as 
“other” programs outside of EI, the advocacy experiences they discussed during the interviews 
did not include mention of these programs. Further, families did not mention the state’s Parent 






Photo-elicitation Interview Procedures 
Individual, online photo-elicitation interviews were conducted with each participant; 
these ranged from 44 to 88 minutes (M = 73 minutes). The semi-structed photo-elicitation 
interview protocol was developed by the research team and was piloted prior to the start of this 
study (details follow). The questions within the semi-structured interview protocol were designed 
to be anchored to the participants’ photographs (Torre & Murphy, 2015). While simultaneously 
looking at each family’s selected photographs, I asked the following questions about each 
photograph: (a) Tell me about this advocacy photograph (what happened?), (b) What strategies 
helped you advocate in this instance? and (c) What barriers/challenges, if any, did you 
experience as you advocated? Follow-up questions were asked as needed to clarify responses or 
gather additional information. After participants described the story behind each photograph, if 
they did not previously indicate their preferred title for a photograph, I asked them to create a 
title during the interview. Two caregivers had not previously titled their photographs and were 
asked about their preferred titles during the interview. If participants had previously created a 
title for their photographs, I confirmed their titles and a few participants requested to change 
their titles. The 12 interviews with 13 caregivers represented a total of 254 pages of single 
spaced transcriptions (M = 21 pages). Although in total participants submitted 56 photographs, 
40 (M = 3) were discussed across the 12 interviews. At the beginning of the interviews, 
participants were asked to select their top three photographs that they would like to discuss first. 
After discussing the selected three photographs, participants were asked the remaining interview 
questions. If there was additional time, some participants discussed their remaining photographs.  
When I needed additional information or clarification after the interviews, I contacted the 






interview. I did not have a chance to ask her what she meant by that during the interview, so I 
took the opportunity to do so during the member check. This was the only instance when I 
requested additional information from a participant after the Zoom interviews were completed.   
Second-level Member Check Procedures 
Second-level member checks invite participants to comment on the accuracy of the 
interview summary, potentially correct any errors or misinterpretations, and to share additional 
information about their experiences (Brantlinger et al., 2005; Lincoln & Guba, 1985). Within one 
week of completing each interview, I created second-level member check summaries for each 
participant, summarizing the experiences that caregivers shared during the interviews. These 
member check summaries were created by listening to the recorded interviews within 24-hours 
of the interview, reviewing my interview notes, which contained the advocacy photographs, and 
reviewing my reflective memos to summarize the participants’ advocacy experiences in text. 
Across the interviews, member check summaries totaled 49 pages (M = 4 pages). That said, each 
participant was emailed a Word document with a summary of their responses to the interview 
questions, the topics discussed during the interview and a copy of the photographs they selected 
embedded within the member check (see Appendix I for a member check example). Participants 
were asked to comment on the accuracy of the interview summary/member check and were 
invited to share additional information and comments about their experiences. The following 
directions were included with the member check that was sent via email: Attached is a summary 
of our discussion about your advocacy experiences. Please let me know if this summary 
accurately captures what you shared with me. If this summary is not accurate, please let me 
know which parts are inaccurate and provide me with clarification, so I can better understand 






like to add that is not included in this summary, please let me know. Either way, you can share 
your comments with me via email or you can add them to the Word document. 
Most of the participants (n = 9) returned their member check summaries, agreeing with 
the content summarized, adding no new or clarifying information. Three participants included 
clarifying information. For example, one mother expanded on the following sentence that I had 
written in the summary: “She described her experience as scary and intimidating” by adding the 
following: “as this unique experience was new, unexpected and potentially life-threatening to 
both [child’s name] and herself.” Lastly, one participant added new information that had not 
been discussed during the interview; this information was coded by the research team. 
Pilot  
 
Prior to conducting the study, the procedures and protocol were piloted in an online format. I 
recruited a pilot mother of a young child with a disability with the assistance of Dr. Ostrosky. To 
practice the screening procedures, I sent the pilot participant the following questions via email: 
Are you a caregiver of a child who has been receiving early intervention services for at least 6 
months and are 18-years or older?, Are you able to be interviewed either online (via Zoom) or 
by phone in English?, Do you have access to a camera on your cell phone to take pictures?, 
What is your child’s delay/disability?, What is your racial/ethnic background?, and How would 
you describe your annual income? (Less than $25,000, $25,000 to $49,999, $50,000 to $74,999, 
$75,000 to $99,999, or $100,000 or more). 
After receiving the pilot participant’s responses to the screening question, I shared more 
information with her about the study, including the consent forms. Following is the email 
message that I sent to her: Hello, Thank you for your interest in the pilot interview and for 






asked to do: Please review and sign the two attached consent forms. Since I'm conducting 
interviews with caregivers to learn how caregivers advocate, please take/gather 3-5 
photographs that represent your experiences advocating for your child and/or other children and 
families. The experiences represented in the photographs can be current experiences, something 
that has happened in the past and/or experiences that align with your definition of advocacy. You 
can take new photographs and/or use photographs that you have already taken. And, there are 
no right or wrong photographs – these are photographs that represent your stories and 
experiences. These photographs can be, but are not limited to, representations of your 
experiences advocating for your child and advocating for other children with delays and/or 
disabilities, and may include experiences with professionals, family members, friends, neighbors, 
and others. For example, if I were asked to take photographs of the ways that I advocate for my 
pet dog, I would choose the following: (a) a photograph of me and my dog meeting with the 
veterinarian (with their consent) about my dog’s health and behavior, (b) a photograph of me 
showing my sister (with her consent) how to take care of my dog while I’m out of town, and (c) a 
photograph of the place where I volunteer to support a local rescue organization. Your own 
definition of advocacy may give you some ideas. Once you've taken/gathered your photographs, 
please email them to me and we'll schedule the interview. During the interview, I'll ask you to 
share some background information with me about you and your family by completing a short 
survey that will take less than 10 minutes. After you have completed the survey, I will ask you 
some questions related to your photographs and advocacy experiences. I will audio-record and 
potentially video-record (if via Zoom) the entire interview. As a participant, you can answer or 
skip questions based on your preference and comfort. After the interview, you'll receive a $50.00 






questions do you have at this time? I'm looking forward to learning more about your advocacy 
experiences! 
The pilot participant signed and returned the consent forms along with three photographs 
(with short descriptions) via email and we scheduled the interview. The interview was conducted 
on April 25, 2020 and lasted for 90 minutes via Zoom (password protected meeting). The 
interview was audio and video recorded. First, I explained the purpose of the study, including the 
steps involved, and asked if the participant had any questions. Then we proceeded to complete 
the family demographic survey with the “share screen” feature of Zoom. After completing the 
survey questions, I began the photo-elicitation interview. I started by asking this mother to select 
which photograph, from her pool of three,  she would like to start with and to share her advocacy 
story behind that picture, including challenges and strategies involved. We went through each 
picture individually and discussed her advocacy experiences. Then I proceeded to the interview 
questions pertaining to her advocacy experiences in informal contexts (i.e., with her family, 
friends, community members) and for other children with delays/disabilities and their families. 
At the conclusion of the interview, I asked the mother if she had any additional experiences she 
would like to share with me that I did not have a chance to ask her about. Once she confirmed 
that she has shared all that she wanted related to the topic, I explained the incentive procedures.  
After the interview, I saved the pilot participant’s pictures, consents, interview notes, and 
demographic survey to Box. Further, I contacted the business department at the university to 
process her incentive. Although I did not conduct a member check summary for this pilot Zoom 
interview, I have prior experience writing member check summaries and wrote one previously 






After reflecting on the pilot Zoom interview, the only change that I made to the study 
procedures included asking caregivers to provide a written description of their photographs, 
along with their titles, prior to the interviews. Further, IRB recommended adding the following 
screening question: Are you currently located in the U.S.?, which I did.  
Data Analysis and Interpretation 
 Data analysis was completed by the research team, including me and another graduate 
student. During weekly meetings with Dr. Ostrosky, I consulted with her about coding, theme 
development and interpretation of the data. The research team used a combination of qualitative 
data analysis procedures: thematic and constant comparison methods for the written/audio-
recorded data and thematic analysis for the photographs to strengthen the trustworthiness of the 
study (Brantlinger et al., 2005). Thematic analysis involved reading and rereading the 
transcriptions searching for broad, holistic themes, considering connections between the themes, 
and reporting patterns in the data (Savin-Baden & Major, 2013). Constant comparison methods 
involved the identification of categories and continually comparing the categories for 
consistencies and differences such as outliers or evidence of inconsistent themes, until new codes 
could not be identified (Brantlinger et al., 2005; Glasser & Strauss, 1999; Savin-Baden & Major, 
2013). Thematic analysis also was used to identify codes and themes across the photographs.  
In summary, the following inductive and iterative coding, data analysis and interpretation 
procedures were used: 
• After each interview, the audio and video files, notes, consents, survey and 
photographs were saved in Box, a secure platform for storing and sharing 






• The audio files of each interview were sent to a professional transcription service 
and transcribed verbatim (via Rev.com). Upon receiving the transcripts, they were 
saved to Box.    
• I read through the transcribed interviews while listening to the corresponding 
audio-recordings and checked each transcription for accuracy; inaccuracies were 
corrected.   
• I wrote reflective memos after each interview to capture my overall experience, 
insights and reflections of each interview, including my interviewing techniques. 
See Appendix J for an example reflective memo. 
• I created member check summaries for each family and invited them to participate 
via email. Again, participants were asked about the accuracy of the interview 
summary and if there was additional information they wanted to add.  
• I invited the research assistant (RA) to the Box folder containing the interview 
data and pictures. This folder did not contain participants’ identifying 
demographic information. The RA and I independently read through the first 
transcript, while viewing corresponding photographs, and began 
cutting/highlighting significant sections of data anchored to the study’s purpose 
and research questions. According to Savin-Baden and Major (2013), “cutting the 
data into meaningful segments” (p. 421) breaks apart the data before looking 
more closely at it. Then we independently assigned descriptive labels to the 
cut/highlighted segments and photographs (i.e., open coding; Savin-Baden & 






• The two researchers met to compare and discuss how they cut and coded the 
interview data and photographs for the first interview. We reached consensus for 
each code and began to develop a codebook. See Appendix K for a coding 
example. It is important to note that there is limited guidance regarding how to 
code visual data, including photographs. Therefore, the RA and I inductively 
coded the photographs, creating our own process that complimented the coding 
process for the interview transcripts.  
• After coding each transcript, the RA and I wrote analytic memos, capturing our 
thoughts and insights about the data, its meaning, new codes that emerged, 
similarities and differences between transcripts and our code choices (Miles et al., 
2014). See Appendix L for an analytic memo example.  
• Both researchers repeated this process for the first three transcripts and 
corresponding photographs, using inductive analysis to identify codes across these 
transcripts, going back and forth between these transcripts until a comprehensive 
set of codes was developed (Creswell, 2009). See Appendix M for codebook.  
• Prior to coding the fourth transcript, the codebook was reorganized into categories 
and subcategories. The researchers used this modified codebook to code 
transcripts four and five. During this process, we added a few new subcodes.  
• After the codebook was modified, the two researchers recoded the first three 
transcripts and reached consensus using the updated codebook. Overall, 41 major 
codes were identified, anchored to 7 categories.  
• The two researchers continued with this coding process for the remaining 






• After coding was complete, the two researchers thought broadly about the 
participants’ experiences by moving from the particulars, or individual codes, to 
general meaning (patterns within the codes) to develop themes (Braun & Clarke, 
2006; Savin-Baden & Major, 2013). To this end, the research team focused on the 
most common set of recurring codes, the connections among and between the 
codes and between the categories, considering the broader context and literature 
when interpreting the data to develop themes. Further, the research team 
examined the data for “unique” codes and experiences that did not align with the 
majority (Brantlinger et al., 2005). 
Trustworthiness 
 
This study met several quality indicators for trustworthiness in conducting qualitative 
inquiry in special education including: researcher and method; collaborative work and 
debriefing; analysis involved both shared and unique experiences; and researcher reflexivity 
(Brantlinger et al., 2005; See Table A4 in Appendix A). First, the two researchers independently 
coded the transcripts to ensure consistency related to the interpretation of the data and reached 
agreement on all of the interview and photograph codes across the 12 interviews and 40 pictures 
(Savin-Baden & Major, 2013). Moreover, the triangulation of methods, including auto-
photography, photo elicitation interviews and member checks, strengthened the trustworthiness 
of the data as each source of data supported the others (Brantlinger et al., 2005). For example, 
participants’ interview narratives were supported by the photographs that they selected, the 
written descriptions that accompanied the pictures, and the member checks confirmed 
participants’ experiences conveyed in their narratives and pictures. Second, the research team 






develop the research questions, study design and procedures, ways to analyze and interpret the 
data, and the final write up of findings. Third, although the research team searched for themes 
across the interviews, they also remained open to identifying “unique” themes and experiences 
not represented by the majority of participants (Brantlinger et al., 2005). Lastly, throughout the 
study, the researchers identified and disclosed their potential biases and how they influenced the 
data by discussing them during weekly meetings and by writing reflective memos (Savin-Baden 








CHAPTER 4: FINDINGS 
The purpose of this qualitative study was to explore EI caregivers’ advocacy experiences, 
including the contexts in which advocacy occurred, challenges experienced and strategies that 
facilitated caregivers’ advocacy efforts. Three themes were identified across participants’ 
advocacy experiences: (a) caregivers engaged in both individual (for child) and systemic 
advocacy (for others); (b) caregivers engaged in advocacy activities, across formal (with medical 
professionals) and informal settings (at home with family members); and (c) the challenges that 
caregivers experienced and strategies used, were context-specific and nuanced. In this chapter, 
the findings are organized thematically, representing the most dominant patterns in the data, and 
are divided into two major sections: individual and systemic advocacy. Each of the sections 
includes caregivers’ advocacy examples in both formal and informal settings, and corresponding 
challenges and strategies within each context. Themes and assertions are supported with 
participants’ quotes and their selected photographs, including written descriptions of their 
pictures (provided by caregivers prior to the interviews). 
When coding caregivers’ advocacy experiences, the following codes were used: the 
“setting” in which the experience occurred (i.e., family, medical, online, etc.), the action/s the 
caregivers took (i.e., educated others, spoke up, shared personal experiences with other parents, 
etc.), challenges experienced (i.e., resistance, not feeling heard, lack of understanding), and 
strategies caregivers used to support their advocacy efforts (i.e., education, support, individual 
characteristics, persistence, etc.). Then caregivers’ experiences were organized according to the 
contexts in which their advocacy experienced occurred (formal and informal) and were further 






At the same time, participants’ photographs were coded by identifying the following codes: 
what (everyday life, event, symbolic), who was included in the photograph (child, sibling), the 
object/s contained within the pictures (hospital bed, therapy chair), and where the picture was 
taken (home, hospital). Then the pictures were organized according to the advocacy setting 
(formal and informal) they represented and were further broken down into two main categories: 
individual and systemic advocacy. See Table A5 in Appendix A for the 40 photographs 
discussed during the interviews.  
Individual Advocacy: Formal and Informal Settings  
Caregivers described their advocacy experiences, as they shared their selected photographs. 
Of the 40 pictures discussed across interviews, 37 represented their individual advocacy 
experiences (for their children). Further, all of the caregivers described individual advocacy 
experiences across both formal and informal settings, including medical-related settings with 
professionals, providing their children with developmentally appropriate learning opportunities 
at home, and involving family members in their children’s care. Further, one caregiver described 
the importance of being her own advocate to advocate for her son (self-advocacy before 
individual advocacy). Since this caregiver’s experience did not align with the majority of 
experienced shared, her experience was identified as “unique.” Caregivers’ individual advocacy 
experiences (medical, supporting development, involving family and self-advocacy) are 
described next, followed by challenges and strategies. See Figure 4.1 for an outline of these 










Individual Advocacy Themes 
 
Individual Formal Advocacy: Advocacy with Medical Professionals 
Medical-Related Advocacy. Several caregivers (n = 9) described advocating on behalf 
of their children within medical settings, overseeing their children’s care and medical coverage 
by interacting with doctors, nurses and insurance representatives (14 of 40 photographs 
represented advocacy within this setting). Caregivers’ often characterized their experiences as 
“frustrating,”  “stressful” and time consuming. However, they were steadfast, listening to their 
“gut” and persistently pursuing medical care and coverage for their children through their 
advocacy efforts. For example, Maria, the mother of twins, one of whom has developmental 
delays, described listening to her “gut,” persistently sharing her concerns with their pediatrician, 






steps to get her son the care he needed. Her persistent advocacy efforts were successful and led 
to her son receiving physical therapy (PT) and a cranial helmet. She shared, 
We ended up switching pediatricians…By the time he [son] hit four months, I was like, 
‘Okay, we need to do something here [despite already sharing concerns with 
pediatrician], because this [son’s head] is very much not correcting [as professionals 
said].’…It just took…trying to get through all the different things that were part of the 
requirements for qualifying for most of it being covered by insurance…we needed to 
prove that we've gone to enough PT sessions and that we need to get our pediatrician to 
say, ‘Yes, I agree that he needs this.’ 
Although Maria’s advocacy efforts began with medical professionals, this experience led 
to additional advocacy efforts, as she cared for her son and taught her family about her son’s 
helmet and PT (described later). Maria shared the photograph and written description in Figure 
4.2 to represent this advocacy experience stating, “That photo represents his graduation when he 
















Advocacy & Cranial Helmet Treatment 
 
Description: By wearing a cranial helmet for several months and working through all the 
adjustments and necessary challenges, I advocated for my son's future and health aligning the 
shape of his head amidst many comments of, "It'll work its way out.” 
 
 
Jenna, the mother of a toddler with delays and an older son with Autism Spectrum 
Disorder (ASD), shared a similar experience of advocating with their pediatrician. Jenna also 
listened to her “gut,” spoke up and shared her concerns with the doctor, and then sought a second 
opinion when she did not feel heard, which eventually led to her son receiving Pressure 
Equalization (PE) tubes. Jenna shared the photograph and written description in Figure 4.3. 
Although Jenna was successful in helping her son receive the care he needed, the experience was 
challenging:  
The progress Jeff's made since having those tubes has been exponential…But it was kind 
of frustrating because it was like he had to relearn a lot of things…the way that he was 
hearing things. So in the end, it ended up helping him out, but it was just frustrating that I 
wasn't able to get that [PE tubes] done sooner, that it had to take a lot of convincing on 









Description: At the hospital waiting for his ear tube surgery that he was able to finally get as a 
result of my persistence/advocacy with his pediatrician. 
 
Clare, whose daughter has multiple disabilities, described her experiences advocating for 
medical services and devices with their insurance company. These experiences often involved 
spending copious amounts of time on the phone coordinating with the doctors and insurance 
company to ensure approval and coverage. She shared, “Sometimes there's things that they deny, 
and you have to just follow up, and sometimes it takes multiple follow up phone calls.” Brent, 
Clare’s husband, described how the picture and written description in Figure 4.4 represents 
Clare’s constant advocacy efforts. Brent shared,  
Clare spends just inordinate amounts of time, like hours on the phone, because Chloe 
[child] has doctors everywhere…And then she's got insurance companies that she has to 
deal with…I came down one morning, and I hadn't even gone off to work yet. And she 
was already….on the phone…She gets up every day and the first thing on her mind is, 








Morning Coffee Time 
 
 
Description: Mommy spending time on the phone discussing Chloe’s health claims so that she 
can get the care she needs. 
 
Likewise, Sophia shared the photograph and written description in Figure 4.5, and 
described her experiences advocating for her daughter’s specialized medical care,  
I remember the very first thing they pushed back on was the genetic testing that she 
[daughter] had done…We found out a month later that she had 22q deletion syndrome. 
But then we had this $8,000 bill for genetic testing that insurance denied. So, that was my 
first experience of many to come…The way we fought it was, I got a letter from the 
genetic counselors. I got a letter from the head immunologist. I got a letter from her 













The Insurance Battle 
 
 
Description: I've devoted hours to fighting insurance denials and making sure that Luna’s 
medical care is covered so that she is able to get the best care possible! 
 
Julie, whose son has complex medical needs and subsequently has stayed in the hospital 
several times described being with her son in his room, overseeing his care to ensure that he 
received what he needs. Julie shared,  
When we're there [hospital] advocating, because I don't leave the room, I'm over 
paranoid. Even one time we were there, they screwed up his meds and caused him to 
have seizures again…That's advocacy in a whole different aspect…just watching 
everything that goes on with him and explaining that this is what you want to happen. 
Because sometimes you feel like you're the doctor when you're a parent because you have 
to tell them, this is what I think needs to be done… 
Julie offered the photograph and written description in Figure 4.6 to represent her advocacy 










The Hard Times – [hospital name]  
 
Description: One of us (usually me-mom) stays with him 24-7. This was in December from 
RSV. Ventilated for 3 weeks. Missing the holidays with our other children to make sure he is 
taken care of correctly. 
 
Challenges (Individual Formal Advocacy). Caregivers described challenges associated 
with their individual advocacy experiences with professionals. Caregivers described not feeling 
heard by professionals and experiencing difficulty navigating multiple professionals and/or 
systems. They shared instances when they felt that healthcare professionals did not listen to or 
validate their concerns related to their children. Additionally, caregivers described the obstacles 
they faced as they navigated multiple professionals and/or systems (insurance representatives, 











Table 4.1  
Medical-Related Advocacy Challenges 
Not Feeling Heard by Professionals 
Caregiver  Supporting Quotes 
Julie Not being listened to is a huge thing. You really have to fight to be heard by 
doctors who don't know you.  
 
Maria  And one of the first pediatricians we had was like, "It's fine. He'll grow out of it." 
And I kept thinking, "No, I think we need to be thinking about this a little bit 
further," and just kept getting brushed off as a new mom…So actually, we ended 
up switching pediatricians…  
 
Jenna It was just frustrating that I was voicing my concern to the pediatrician, and it 
was like, "Well, these are our guidelines, and this is how we do it." 
 
Liz At her two year appointment, I brought up my concerns and wanting to do the 
referral [to EI], and he was going to take the approach of let's ‘wait and see,’ and 
I disagreed and said, ‘Well, I think I'm going to go ahead and do it. I don't think 
I'm going to wait.’ 
Navigating Multiple Professionals and Systems 
Julie  You're not seeing the same person constantly throughout the day [in the hospital]. 
So, the whole time we're in there, we're re-entering [sharing] all of his medicines, 
all of his history.   
 
Brent  She [daughter] gets care at so many different hospitals and sees so many different 
doctors, and she has insurance companies and therapists, so getting everybody on 
the same page is really the trick…doctors are busy people, nurses are busy people 
and oftentimes those situations are chaotic. And so if you're not pressing on the 
issue, it's just not going to happen in the hospital setting. 
 
Sophia Having to talk to a third party [insurance] and not being able to talk directly, and 
then just the difficulty with the hospital…It's like you're never going just to one 
person. Then you have to talk to this person. No, then you need to talk to that 
person. And so you feel like you're always getting the runaround, and that's really 
hard too. 
 
Sam  I learned what specific medical team members [in the NICU] not to approach 
from observing their overall workload and demeanor. There was one instance 
when I promptly reported a nurse’s abrasiveness to the nurse manager in charge 
of all the shifts. This particular nurse was insensitive when my husband was 
trying to give Nick a bottle...The nurse abruptly took the bottle and said, “Nick 
has had enough.” I requested from the nurse manager that this particular nurse not 





Strategies (Individual Formal Advocacy). Subsequently, caregivers responded to the 
aforementioned challenges by persistently speaking up or not giving up until they were 
successful, learning more about their children and sharing this information with others. They 
noted the importance of drawing on their informal (friends, family, other parents) and formal 
resources/networks (professionals) for support in the process. Despite feeling unheard and 
dismissed by some professionals, caregivers persisted, often seeking second opinions. 
Additionally, caregivers did what was necessary, including spending hours on the phone until 
insurance related issues were resolved. They reported doing research and asking professionals 
questions as a way to educate themselves about their children’s care. Conversely, caregivers also 
educated professionals by speaking up and sharing their unique knowledge and expertise about 
their children. Lastly, caregivers relied on others for emotional and informational support, to help 
them advocate. See Table 4.2 for caregivers’ quotes that highlight advocacy strategies.
Table 4.2 
 Strategies for Medical-Related Advocacy 
Persistent Efforts 
Caregiver Supporting Quote 
Dora We followed up with what their [medical professionals’] recommendations were 
and just continued to be persistent. 
 
Liz I think perseverance…We've all made phone calls where we haven't gotten 
through to where we wanted to be on the first attempt, perseverance and to keep 











Brent, ‘I've watched Clare on the phone for over two hours on hold [with the 
insurance company], walking around with the phone like around her stomach or 
something, just waiting because she's going to get through whether they like it or 
not.’ 
 
Clare, ‘Yeah, and sometimes there's been times when after that long, I've gotten 
disconnected and…’ 
 
Brent, ‘And then she starts over.’ 
 
Clare, ‘Frustrating, but we just get back up.’ 
 
Brent, ‘Yeah. Mama is not going to take a no.’ 
 
Sophia  I spent hours the first year, because literally, pretty much off the bat, because it's 
our insurance, and we have good insurance, but they were pushing back on 
everything that they could at first…Sometimes you really have to fight for care 
for your child to be covered… 
 
That's one thing that I've learned…about advocating for her. I listen to my gut, 
because nobody knows her better than me. And so, if I feel like something is off, 
I push for it. 
Educated Self and Others 
Dora  
(self) 
There's three companies for cochlear implants, and we met with two out of the 
three companies. We scheduled an appointment….We scheduled just basically a 
Q&A with them. We brought our questions. They brought in the devices so that 
we can have a hands-on and see what they were. They gave us their pros and 
cons for it. So, just doing a lot of research…and reading and figuring out which 




I guess I was very encouraged to just learn as much as I can, because entering 
something unknown [NICU], if I have knowledge, that I'll feel more 
comfortable…I would absorb every little term that they would say to me, and I 
would remember it. I'd go home, I'll just be on a computer or on my phone and 
like, okay, what does this mean? I would go back home, try to understand what 




Mostly…googling, searching cranial helmet and reading blogs about people's 




Even things as simple as like, oftentimes when Chloe's sick [in the hospital], she 
won't eat or drink. And so, the doctors get really concerned about it. But we also 
know that she doesn't really eat or drink a lot of things. She's really picky about 
these things. So, we can explain to the doctors, ‘While this may not be normal, 
it's actually normal for Chloe in the hospital.’ 
 







That's advocacy in a whole different aspect…just watching everything that goes 
on with him and explaining that this is what you want to happen.  
In the hospital, every time he moves a different way, they're like, ‘he's having a 
seizure, we need to give him meds.’ I'm like, ‘no, you're not giving my kid meds 
because he's not having a seizure. He moves differently than every other child 
because he has special needs.’ 
Informal and Formal Supports 
Jenna 
(formal) 
And actually, I spoke with our early intervention coordinator, because her 
children go to the same pediatrician's office that we go to… And I was asking 
her, I'm like, ‘I've had trouble with this doctor.’ She was the one that 
recommended I see the other pediatrician in the practice [for second opinion]. 
 
 Julie  
(formal) 
…The staff that we have grown close to at [hospital name] always helps us. His 
social worker…she has been a godsend. She calms me down when I'm ready to 
break down. Then also, his neurologist is literally one of the most helpful people 




We would “speak life” over Nick, using positive words such as healthy, 
courageous, brave, strong, complete, perfect, lacking in nothing, wise, full of 
joy, full of the breath of life, and fearfully made by God. These words of 
affirmation are what we had faith to believe in throughout Nick’s NICU stay. 
Many close friends who shared our Christian faith often visited the NICU and 




Hearing from other people [parents] who had done it [experiences with a cranial 
helmet], knowing that it's not a very long...In the grand scheme of things, it's not 
a very long time period and just focusing on getting through the many stages. 
 
Individual Informal Advocacy: Supporting Development and Involving Family Members 
 Supporting Children’s Development. Almost half of the photographs (18 of the 40) that 
caregivers selected and shared during the interviews represented their everyday experiences 
supporting their children’s developmental needs. Caregivers described these experiences as 
participating in EI therapies and practicing therapeutic activities with their children outside of EI 
visits.  
Sally, the grandmother and legal guardian of a toddler with developmental delays, 
described facilitating daily learning activities with her grandson as advocacy. She selected one 





The photograph and written description in Figure 4.7 shows Sally’s grandson participating in a 
sensory play activity that she curated. Sally titled the photograph, “All In” because her grandson 




Description: We try to do one planned activity a day for Clark. He loves to explore and problem 
solve. 
Liz, the mother of a child with developmental delays, described participating in EI 
sessions, learning from the therapists, and practicing what she learned with her daughter 
throughout their daily activities.  
For her [daughter] to be able to learn and make growth and progress, the therapy can't 
stop once the therapist leaves. It has to be constant, continual therapy, because at least for 
Jenny that repeated exposure is what helps her retain best…We just try to utilize the 
resources we have at home…and make things as educational as they can. 


















Description: Advocating also means therapy doesn't stop when the therapist leaves. It means 
putting in the hard work (play!) everyday! 
 
 
Likewise, Holly, whose daughter had a physical delay, used the photograph and written 
description in Figure 4.9 to describe her advocacy experience obtaining and using her daughter’s 
specialized chair. Holly collaborated with the therapists to get the chair, however, her advocacy 
efforts continued as she provided her daughter with opportunities to practice using her chair 
throughout the week (outside of therapy). She shared,  
She [daughter] is getting fitted for her seat during one of her therapy sessions…We do it 
[practice] about once a week, because of her muscle tone is only getting lower, so it's 
very hard for her to sit in there [chair] for at least like five minutes…So we…have to still 





















Description: In this picture, Kira just got fitted for her special chair with her therapist. 
 
 
 Another caregiver described practicing developmental activities as a form of advocacy. 
Kristy shared how bath time was challenging for her daughter, Violet, who had a communication 
delay, because she was uncomfortable with water hitting her face. One rainy day, Kristy decided 
to take Violet outside to play in the rain. Kristy anticipated that the experience might be 
challenging for Violet, so she slowly introduced the experience to her by modeling and making it 
fun for her daughter. Kristy described the following experience,  
I did this, kind of splashing the water in my face and I held her hand and helped her do 
the same thing in my face…She thought it was funny. She [Violet] started looking and 
removing her hand [from her own face to feel the rain for the first time]…She started 
smiling...and after that day, she was okay...I think she really enjoyed that experience.  
Figure 4.10 represents Kristy’s advocacy experience supporting her daughter’s development 










Figure 4.10  
 




Description: Feeling water on her face was challenging. She allowed me to wipe her face or use 
a washcloth. I decided to bring her out one day with her favorite stuffed animal to explore water 
on her face and body from the rain. I carried her at the beginning and sat down on the stairs. I 
started showing her how water was falling on my hands, I looked up and opened my mouth to let 
drops fall into it and after making some silly faces… 
 
 
Challenges (Individual Informal Advocacy). As caregivers participated in EI therapies 
and supported their children’s development throughout daily activities, they shared challenges 
associated with those activities. Caregivers experienced challenges practicing therapeutic or 
developmental activities with their children. For instance, study participants discussed finding 
the right time for their children to practice the activities, the emotional implications watching 
their children struggle with activities, and the changes in service delivery (because of the 
pandemic, service changed from in person to virtual) including its impact on how caregivers 
participated in therapy and learned from their therapists. See Table 4.3 for more details about 













Challenges Supporting Children’s Development 
 
Practicing Developmental Activities 
Caregiver Supporting Quote 
Clare 
(timing) 
I feel like it has to be at a good time for her [daughter to practice in her 







The teacher [therapist] is trying to do virtual playgroup; Clark does not pay 
attention at all to it…Now what they've [EI therapist] done is, they list their 
activities with their theme, the things that they're going to do, the list of items, 
and now I can just do it with him when he is willing...I can do those 




I don't want her [daughter] to be sad. I don't want this [physical activities] to 
be a struggle for her, because it seems like so much is a struggle for her. So 
honestly, this part was the emotional. They [therapists] told me what to do. I 
knew the exercises. We were equipped to do it. It was just that emotional 






When we weren't receiving services [initially until virtual visits started]. And 
it's like, ‘It's all just on me,’ trying to find something that's working. And, I 
found this idea, but it's not working…I do feel like they're [therapists] doing 








She [daughter] responds better to their [therapists’] learning approaches 
sometimes than mine, just because she knows she doesn't have to do 
something…She's just missing out on a lot right now from the knowledge and 
expertise that they have, because they can redirect her better sometimes than I 
can…Her speech therapist has a couple of the same toys that I do, and at home 
she knows she has full access to those toys any time and she can play with 
them however she wants…When I try to reproduce that, it's an absolute 
meltdown, because at home, ‘I can do whatever I want with this thing. Why 
are you trying to play with it that way?’ 
 
 
Strategies (Individual Informal Advocacy). In the context of supporting their 
children’s development by participating in therapies and practicing developmental or therapeutic 
activities with their children, caregivers described the importance of informational support they 







therapists, asking questions, and making decisions together. Working in tandem with 
professionals facilitated caregivers’ advocacy at home implementing developmental activities 
outside of EI visits. Additionally, caregivers described being persistent, providing these learning 
opportunities to their children throughout the day, despite the aforementioned challenges. See 
Table 4.4 below for advocacy strategies that study participants described.  
Table 4.4 
 
Strategies for Supporting Children’s Development 
 
Partnering with EI Professionals 
Caregiver Supporting Quote 
Brent  The therapists would connect us with this stuff but Clare pushes…Underlying all 
that is lots of discussions with her therapists…We just explore, and we come 
together as a team and just try to figure out what's best for Chloe. 
 
Liz Seeing them [therapists] and being able to watch and pick up what they do, how 
they play with the toys, was very helpful. And then, if I ask questions about what 
they were doing…They [therapists] would give me the verbal feedback or that 
verbal encouragement to try something this way, or ‘Yeah, here's what I'm doing 
and why I'm doing it,’ so it's asking those questions that helped me process 
better what I was seeing them do…I'm a visual learner, so I like to see them, 
how they're playing with the toys and then I just mimic it. 
 
Lily  So I just try to be a sponge. I try to listen as much as I can, ask questions so that 
I can understand that steps in development…So then I can reproduce these 
activities that might help them make more progress. Also, the therapist is a bit of 
a sounding board for me. I'll ask her questions, try out new ideas and get her 
thoughts on anything from a new activity to her ideas. 
 
Sally She's [EI therapist] always there to help…She leads by example; she gives me 
examples of what to do. She writes up every week ideas of things that we could 
try with him. Any concerns I have, she addresses that day or sends me a handout 
later in the week. 
 
Kristy  I was not just giving the whole responsibility to the experts that were coming, 
because it was just 45 minutes, and I know that they tried different ways, 
different techniques, and they have the best intentions of helping her to meet her 
goals and her milestones, but I'm the one who sees her longer, so I think I was 
responsible for being very focused on understanding what she needed. I asked 
 
 





the therapist, "Is there something you want me to do with her?"… So, I'm here to 
work with you [therapist]. 
Persistent Efforts 
Sophia We had to push through…And it was awful…I feel like it was just so hard, 
because she had to make progress and we had to keep going. She had to learn to 
crawl and to walk and to do those things, but it was really hard. 
 
Liz For her [daughter] to be able to learn and make growth and progress the therapy 
can't stop once the therapist leaves. It has to be constant, continual therapy, 
because at least for Jenny, that repeated exposure is what helps her retain best… 
 
Kristy  We tried so many times. I tried...What else? I tried…making different shapes 
with them, focusing on the color, and I tried making her to understand that it was 
part of the game that they were falling…It took a little time, but she [daughter] 
was able to welcome the idea and she started to have fun.  
 
Brent Clare will ask the therapist, ‘Do you think she can do this?’ And the therapist 
may say, ‘Well, I don't know.’ And then Clare will press on it, ‘Why don't we 
try?’ I think a big part of the advocacy is, is it possible? And if the therapist 
think there's even a remote possibility, mama is pressing on it 
 
Involving Family Members (Individual Informal Advocacy). Caregivers’ advocacy 
efforts with family members, including siblings, extended family and husbands involved sharing 
information with family about their children, including answering questions. Although only two 
caregivers selected photographs representing this type of advocacy experience, when explicitly 
asked, nine other caregivers (n = 11) shared specific instances of when they advocated for their 
children by involving family members. Caregivers discussed strategies for involving others in 
their children’s care by sharing information and promoting others’ understanding of their 
children. For example, Sophia described how she involved her two older children in her youngest 
daughter’s care, including therapeutic activities to promote her development and teaching them 
how to use her feeding tube. She said, “Our kids [siblings] are learning about therapies and 
advocating and helping their sister…our occupational therapist (OT)…had made this toy for 






And Luna’s brother, with Sophia’s help, recreated the therapy toy (shown in Figure 11) used by 
the family’s OT.  Additionally, Sophia shared how she talked with her two older children about 
their sibling’s developmental differences:  
We didn't want them [siblings] to be scared...because it can seem scary, having a tube 
attached to you all day long…And so I think we [she and husband] tried to make things 
feel as normal as possible, and we talked a lot about how like, ‘Luna may not do things 
quite as quickly as the other kids, but…at her own pace.’…We kept them a part of our 
process, so that they were just really comfortable… 
Sophia shared the photograph and written description in Figure 4.11 to illustrate how her entire 
family is involved in understanding and caring for Luna as a form of advocacy.  
Figure 4.11 
Big Brother Advocate 
 
 
Description: Our entire family has learned to be an advocate for Luna - here is a photo of my son 
with the therapy toy that he made for her! 
 
 Additionally, Sophia taught her mother how to feed her daughter out of necessity when 
she realized that she and her husband were the only ones who knew how to feed their daughter,  
It can be kind of isolating having a child on a feeding pump...You could call it advocacy, 






get a little bit of a break or just because there is that fear…She was on a 22 hour a day 
feed, and so that fear of like, ‘My husband and I are the only people who know how to 
feed her.’ That's a scary thought. 
Likewise, Clare and Brent, whose daughter had Spina Bifida and DiGeorge syndrome, 
felt that they needed to teach and involve family members in their daughter’s specialized care 
“just in case.”  For instance, the family changed their daughter’s catheter four times a day, so 
Clare and Brent taught their mothers (child’s grandmothers) how to catheterize their child. Brent 
shared, “…It’s really a helpful thing to know that there's other people who know how to do that 
in case if anything happened to us, just making sure that she has that care…so our moms have 
learned how to do that [catheterize child].” 
Similarly, Jenna described teaching her nieces about both of her sons’ delays/disabilities,  
“I'm very open with them [nieces] about what's going on with the boys and what their 
needs are. And very detailed in how I explained to them like, ‘Well, this is what he's 
feeling, so this is how I deal with it.’…I think that they realize that the boys do have 
some special needs. And I think it has made them aware of other kids.  
The photograph and written description in Figure 4.12 represents Jenna’s advocacy experiences 
teaching her nieces, so that they can understand more about her children’s delays and disabilities, 












Knowledge is Power 
 
 
Description: These are my nieces who both myself & the boys are very close to and see often. I 
am always completely honest with them about both boys’ special needs, ASD diagnosis, and 
how I help the boys meet their needs. Doing this has opened their eyes to the world around them 
and they are realizing that their peers may have similar needs. Because they have an 
understanding of all this, it has made them more accepting of people who they meet. My hope is 
that they will share this knowledge with their friends and hopefully chip away at the negative 
stigma associated with autism. 
 
Additionally, Jenna described sharing her knowledge and expertise about her youngest 
son with her husband since she cares for her son during the day and participates in EI therapies,  
And I try to be as good as I can about telling my husband…and doing it in a way where 
my husband doesn't feel like I'm telling him what to do but showing him…Showing him 
things that I've learned in therapy…So he can be as cognizant as I am of everything that's 
going on if he can't be part of the [EI] session. 
Liz described sharing her unique knowledge of her daughter with family members, 
including her daughter’s strengths, what makes her happy, strategies that work and generally 
ways that they can promote development. Liz described a particular instance related to her 
daughter’s behaviors and how she shared specific knowledge of her daughter with her mother 






My mother takes care of Jenny when I work. She sees firsthand some of the struggles that 
Jenny faces in trying to navigate her day…Jenny is triggered by certain things, and so 
lately she's been hitting her head on doors or the walls when she's frustrated and 
crying…She [grandmother] was like, ‘I don't know, what do I do? How do I help her 
when she has gotten this upset?’ Educating her and saying, ‘Here's what I found has 
worked. Here's what she needs to be successful, to get out of that fit,’ so it's educating 
them and advocating, and saying, ‘Here's what you can try.’ 
Lastly, Sam, whose son was born prematurely, discussed navigating questions from her 
family about her son’s physical differences (compared to children not born prematurely),  
There are many times when everyone asked me like, ‘How old is Nick?’ Just a simple 
question, right? ‘He's almost 19 months.’ They would look at him, and they're like, ‘Oh.’ 
I'm like, ‘Yeah, he's finally fitting in to his 12 month clothes.’ They're like, ‘Oh.’…I feel 
I still have to explain to people that Nick was a preemie, and he's small…He went 
through a really rough beginning, but he's growing now.  
Challenges (Individual Informal Advocacy). Caregivers described challenges 
associated with advocating for their children during interactions involving family members. 
Caregivers shared how their children’s disabilities and needs were often unfamiliar to family 
members, and in some cases, they talked about the stigma associated with a disability, including 












Challenges Involving Family Members  
 
Others’ Lack of Understanding 
Caregiver Supporting Quote/Story 
Dora I didn't need a pity party. I know a lot of our family was like, ‘Oh my gosh, why 
did this happen to him?’ They were like very sad and, I'm so sorry. I'm like, 
‘Don't be sorry…For us, this is all we know, because he’s our first child, but it's 
not a sad thing.’ 
 
Jenna It's trying to help them [nieces] to understand that everybody's different…And 
it's letting them really see things in their own light, and not letting outside 
influences persuade their thoughts towards everything…I think sometimes it's 
hard to have those conversations with them [nieces] about the diagnosis because 
there is such a negative stigma behind it. 
 
Julie There's an ignorance when it comes to special needs and medically complex and 
trying to explain things…We've had to learn how to ‘dumb it down’… 
 
Liz I just think taking an open and honest approach, because it's nothing I did wrong 
or nothing Jenny did wrong, why we're here…Just being open and clear with 
it…Instead of trying to deny that she had these issues…[meltdowns]…Them 
[family] just thinking she's being a brat, or just that you can't control her, but if 
they [family] know that she's having these struggles for a developmental reason 
and that the way they approach her can help change that interaction. 
 
Maria  I think PT was harder for family to understand…We got a lot more adverse 
comments [from family] about his PT stage, just because it's like, ‘He's a baby. 
What does he need PT for?’ 
Strategies (Individual Informal Advocacy). As caregivers involved family members in 
their children’s care, they were intentional about the kinds of information that they shared and 
how they shared it. Caregivers drew on their knowledge and expertise of their children and 
shared those details and insights with family when sharing information or answering questions. 
Additionally, caregivers were intentional in how they shared that information with family, such 






caregiver was intentional about not giving her husband directives. See Table 4.6 for caregivers’ 
quotes that illustrate advocacy facilitators in the context of involving family members.  
Table 4.6 
Strategies Involving Family Members 
Purposeful About WHAT Information They Shared 
Caregiver Supporting Quote/Story 
Liz  I think the best thing that I can do to help advocate with family is just do a little 
bit of education…Let them know what I know. Provide them what I've learned, 
how they can help…When they're interacting with her [daughter], let them know 
her strengths and weaknesses, and things that they can do to avoid meltdowns or 
triggers, but also things that make her happy…. so being forthcoming and 
sharing with them and letting them know how you would like them to help you 
or help you advocate. 
 
Dora Nobody in our family has ever had…anyone with hearing loss in our family. So, 
we've done a lot of educating on cochlear implants and how they work. My 
mother-in-law takes care of Liam when I work. I've done a lot of educating her, 
like how to turn them on…and answering a lot of why questions, which we don't 
have the answers to on a lot of things… 
 
Maria  He [son] wore it [helmet] during the wintertime, which meant during the 
Christmas month and when we’re doing a lot of family get-togethers and 
things…Just explaining that ‘Yes, we need to keep it on. It's not something that 
we can just pick and choose. He needs to wear it for 23 hours a day.’ So just 
informing family about, ‘Hey, we're not going to just take it off every time you 
want to take a photo.’…I mean, nobody in our family's ever had a child that 
wore one. So, it was just educating that this was something that was going to 
help…Just walking through what the helmet is, what it does and why he has to 
wear it for so long, explaining that he does wear it when he sleeps. 
 
Holly When she's [daughter] having a bad day with one of her seizures, then if they 
[family] come over to visit, I'm like, ‘Okay, you cannot pick her up today, just 
because of what's going on [seizures].’   
 
Kristy  Sometimes she's [daughter] fine, all of the sudden she just explodes like a 
grenade, or you have to be very careful. I try to share those rituals, those 
routines with my husband [which help with child’s behaviors]…And I try to 










Intentional About HOW They Shared Information 
Sophia  
(positive) 
And I really feel like we tried to talk [with family] about things and be positive 
about things…If you don't make it upsetting, it won't be upsetting [to the 
siblings]…We just tried to make it not too intimidating...I think one thing that 
it's taught my kids is that to see that there are differences in everyone, and that 
that can be a really beautiful thing. I think it's been actually a really good thing 




He’s [son] doing great…The positive, like he's growing. He's thriving… 
Answering their question with just a smile and just with energy…Just like, ‘Oh, 
yes. He's this, but…he's great.’…And not letting it get to me at all. It doesn't 
ever get to me. It's like a constant reminder of just how blessed we really are, 
honestly, and that's how I see it now. It's just we've been through craziness, but 





We're not shy with sharing [with family] what Chloe is all about and all the stuff 








We've had to learn how to ‘dumb it down’ because when we're fed information 
from his medical experts…which we usually understand….Then you have to 





& so others 
could 
understand) 
I never want to make my husband feel like I'm telling him what to do, or I know 
more than he does about something. So, I think I have to be very strategic in 
how I go about explaining it. I don't ever want to say, ‘You did this wrong.’ 
 
It took me awhile to get that out [conversations with nieces], and I wanted also 
to make sure they [nieces] were at the right age where they understood it…At 
that time the girls were 11 and 8. And I don't think that was necessarily 
something that they would understand at the time. So, it was something that I 
had to slowly introduce to them. 
Self-Advocacy Before Individual Advocacy   
Although the majority of caregivers described their individual advocacy experiences for 
their children in both formal and informal settings, one of the 13 caregivers described a unique 





for one’s own needs. This experience was identified as “unique” as it stood out from the rest of 
the advocacy experienced shared by participants. Sam, the mother of a young son born 
prematurely, believed that to advocate for her son, she needed to first care and advocate for 
herself physically, emotionally and mentally; she needed to be healthy and strong to be his 
“protector.” After giving birth to her son, Sam had a prolonged hospital stay (including a few 
nights in the Intensive Care Unit) as she recovered from preeclampsia, an emergency C-section 
surgery, and unexpected hypertension and general weakness. Sam shared, 
Now I get it when they say in the plane, ‘you have to put the oxygen mask on you first 
and then you put it for your child.’ Now, I get it… I was then diagnosed with postpartum 
depression for the first time ever. I had to seek help with that, seeing a psychologist and 
being on Zoloft because I knew that was important for me to do to be an advocate for 
myself before I also can concentrate on my son…I had to process my surgery [from 
preeclampsia] and my recovery and my feelings after that…I want to be his anchor. In 
order to do that, I have to be okay…Being an advocate for my son, you also have to make 
sure that you're also an advocate for yourself and your health...Making sure that you get 
rest, making sure that you're making your own appointments, postpartum appointments, 
all that.  
Sam shared the photograph and written description in Figure 4.13 to represent her self-advocacy 















I’ve Got This, I’ve Got You and We’ve Got This 
 
 
Description: Having a preemie in the NICU has been one of the toughest times in my life, along 
with recovering from preeclampsia -- but I had to grow and learn quickly in my new role as a 
mother, protector and advocate for my son as he also faced the most challenging of beginnings as 
a newborn. 
 
Challenges (Self-Advocacy). When Sam described the process of learning how to 
advocate for herself, she shared some challenges and strategies. She described the trauma 
associated with her first birthing experience, including the struggles she faced with her physical 
and mental health. She described the uncertainty of the experience, feeling “overwhelmed’ and 
“scared.” Sam shared the following reflections,  
Being overwhelmed with not having any kind of control over your blood 
pressure…Being on a lot of medications even after being discharged, I felt it was a 
barrier, like something I had never experienced before, and being scared…A lot of 
barriers were just more emotional, really. A fear of ‘what if’...I had to deal with a lot of 
fear and…anxiety with that…because I could just be in myself and let the day go by and 
concentrate on myself and just feeling bad and feeling depressed... 
Strategies (Self-Advocacy). However, Sam overcame her health challenges by 





I went in for an appointment…They [medical professional] actually presented me with a 
survey about my emotions…For the first time, I decided to be completely raw and real 
and answer the survey, the way I felt…Allowing my feelings to be known, because, as I 
said before, I could just keep to myself and let it just eat me up inside. But that allowed 
me to open up…I guess just to be honest filling out that survey. 
The situation described above facilitated her self-advocacy efforts. However, during a different 
medical appointment, Sam spoke up and explicitly asked for help as a strategy,  
I decided to ask the doctor…‘Is there a social worker that I can actually talk to right 
now?’ I was able to talk to two social workers at the same time at their office…I was able 
to cry...I just needed that at that moment. I guess that was a leap of faith on my end, just 
asking that question. But I was like, ‘What do I have to lose? I feel like crap’… 
Systemic Advocacy: Formal and Informal Settings 
Although the majority of photographs selected by caregivers represented their individual 
advocacy experiences for their children, two caregivers selected and shared pictures representing 
their systemic advocacy efforts, which entailed organizing other parents to advocate in a formal 
setting (school board) and educating others informally (via social media). Although only two of 
the 40 photographs selected and discussed represented caregivers’ systemic advocacy, when 
explicitly asked how they advocate for other children and families during the interviews, over 
half of the caregivers (n = 7) believed that sharing their experiences with other families and 
community members was a form of systemic advocacy (informal). Once asked, caregivers 
described their experiences connecting with and sharing their experiences with other families. 







Systemic Advocacy Themes 
 
Formal Systemic Advocacy: Organizing Others 
Only one of the 13 caregivers selected a picture to represent her formal, systemic 
advocacy efforts. This experience was identified as “unique” because it did not align with the 
other participants’ experiences. Lily, who had a young child with a communication delay, 
regularly attended school board meetings to stay abreast of what was happening in her 
community. Subsequently, Lily described advocating for policy changes at the school-board 
level. She explained that the school board proposed increasing classroom sizes to 29 students per 
teacher because students with Individualized Education Plans (IEPs) do not remain in the regular 
education classroom the entire day. Thus, the school board’s position was that it is feasible for 
one teacher to support the needs of 29 students because students with IEPs would not be in the 





youngest child who received EI services and similarly, other students. Therefore, she advocated 
for more than one teacher per 29 students and argued, “So we [she and other parents] were 
advocating for another teacher to be added and trying to make it more equitable…We felt that 
that was not a fair representation of those children [students with IEPs], that they're equal 
stakeholders and should be counted as such.” Lily shared the photograph and written description 






Description: I attend school board meetings, read the minutes and address the board, when 
necessary to help advocate for my child and other children's needs. 
 
Challenges (Formal Systemic Advocacy). When Lily described her systemic advocacy 
experiences, she shared a few challenges. Lily described feeling discounted as a parent by the 
school board and feeling uncomfortable speaking out despite her professional background. 
Regarding the former, Lily talked about being careful not to be perceived as overly emotional by 
the school board when she shared, “We didn't want to just be seen as emotional moms. I think 
sometimes you get dismissed as such.” Further, Lily shared how the school board discounted 





superintendent was saying, ‘It's a group of moms, but the teachers aren't saying that they can't 
meet these students' needs.’” 
Additionally, despite Lily’s prior experiences as a teacher who attended school board 
meetings often, she acknowledged that advocating in this context was uncomfortable for her 
personally, “I don't like conflict really…Getting up there and saying…‘This is wrong, I don't 
think you're making the right decision’ in a room full of people, was uncomfortable.”  
Strategies (Formal Systemic Advocacy). To facilitate her advocacy efforts, Lily 
intentionally organized and prepared her arguments, was persistent and garnered the collective 
strength of other parents. She spoke out against this proposed change during a school board 
meeting and talked about preparing her arguments to the board, to enhance their credibility,   
“Making sure that I had everything straight, all my facts straight to present to the 
superintendent and trying to be respectful…The superintendent presented some numbers 
we didn't believe were accurate. So, we went back to the school secretary and double 
checked those numbers, and they were inaccurate.  
Lily also talked about her privilege, since she had a background in education and spoke the 
language of the majority. She said,  
I guess my background in education made me more comfortable and probably a little 
more informed…I knew where to find the information, I didn't have to ask anyone. And 
something as simple as being comfortable speaking English… 
Although Lily did not achieve her desired outcome speaking at the school board meeting, 
she persisted. She garnered the collective strength of other parents whose children attended the 
neighborhood school. She organized a group of mothers who took turns attending school board 





successful, the parents engaged another group of stakeholders in the community -- the teachers. 
As described above, the superintendent discounted the parents’ concerns because the teachers 
had not complained. As a result, Lily said, “We encouraged…the teachers to speak out as well 
about their concerns…” Lastly, Lily talked about future plans to expand their group of mothers 
beyond their neighborhood school to the entire school district through social media efforts. Lily 
concluded by saying, “I wish I didn’t have to do this [advocate], but if me and this group of 
moms don’t do it, who is going to do it?” 
Informal Systemic Advocacy: Educating and Sharing Experiences with Others  
Although only one caregiver selected a photograph representing her informal, systemic 
advocacy experience (described next), when caregivers were explicitly asked about how they 
advocate for other children and families, over half (n = 7) of them described sharing information, 
including their stories and experiences as a form of informal systemic advocacy (advocacy for 
others).  
Dora, whose son used cochlear implants, was the one participant who selected a 
photograph to illustrate her systemic advocacy experience teaching others in an informal context. 
Dora often experienced “stares” and “strange” questions by others, such as, “Are those built in 
headphones?” or “Are those for brain activity or seizures?” referring to Liam’s cochlear 
implants. Dora shared the photograph titled Education/Awareness, in Figure 4.16, to represent 
her advocacy experience in teaching others. She described her advocacy as follows,  
It was Deaf Awareness Week, so I decided to make up our own [campaign]. I posted on 
my Facebook page and shared our experience with others…Just wanting to educate 
people, because there are some days that you come back from grocery shopping, like, 





have someone ask me a question about it [child’s cochlear implants], than to stare or 




Several caregivers (n = 7) who noted during the interviews that they engaged in systemic 
advocacy did so by sharing their experiences and providing emotional support to other families. 
For example, when the circumstance arose, Brent and Clare described sharing their experiences 
with other parents as a form of advocacy. They discussed the value of sharing their insights and 
advice as a way to comfort and support other families emotionally. Brent said,  
That moment right after that diagnosis…was probably the worst moment of our life...It's 
[sharing their experiences with others] a form of advocacy. Trying to comfort parents and 
knowing that it's going to be okay…Your kid is going to be okay, you're going to love the 
heck out of them and you're going to advocate for them, and you're going to get lots of 
joy, and you’re going to get lots of joy out of the challenges. It's just, it's their own unique 
existence. 
Further, a disability-specific organization asked Clare to share her advice about having a 
young child with Spina Bifida. Her quote was used in the organization’s Spina Bifida pamphlet, 





words have reached other families who have read the pamphlet. Additionally, Clare talked about 
sharing her expertise on social media to offer ideas to others, “We also share on Facebook 
groups…experiences and, ‘Oh, this might help. We tried this and this will help you.’” 
Similarly, Lily shared her advice and personal experiences with other families, as she 
reported: 
It's nothing formal…I just always try and tell families that aren't in the education world 
remember that they have rights, remember that they are an equal team member, that 
they're an expert on their child and I just try and share my experiences when applicable 
like, that you can stand up and fight for what you think your child needs and they can 
deny you, but they have to listen. 
Likewise, Sophia described teaching other people about 22q deletion (DiGeorge 
syndrome), particularly on social media, by sharing her stories and experiences for others to read 
and ask questions. Additionally, she described an instance when she was connected with another 
mother in her community who had a child with a g-tube, like her daughter. Besides sharing tips 
about caring for and using the g-tube, Sophia helped this mother advocate for her child’s medical 
care by listening to this mother’s experiences, sharing her own experiences and advice, and then 
encouraging this mother to pursue a second opinion at another medical facility. As a result of 
Sophia’s informal, systemic advocacy efforts, this family switched medical providers and formed 
a friendship. Sophia described her experience as,   
I feel like if I hadn't gone through what I went through last year, I wouldn't...know any of 
this…It's kind of cool that, as hard as last year was, I've been able to help my friend 
who's in the thick of it this year…She's where I was a year ago. And so, I feel like I've 





Likewise, Dora shared an instance when she connected with and supported another 
family. She described being at the audiologist’s office and being approached by another mother 
of a child with hearing loss in the waiting room. Dora shared her personal experiences with this 
mother as a way of advocating for others,  
We started talking about Liam and his experience…We actually exchanged phone 
numbers from the waiting area. I text messaged her a few times that evening…Just being 
there for her, if she had any questions…Just as a parent who's experienced this. We 
communicated back and forth…It's nice to have that connection with another mom who 
needed a little bit of support, and hopefully I was able to give it to her…emotional 
support. 
Challenges (Informal Systemic Advocacy). Caregivers discussed challenges related to 
their informal systemic advocacy experiences, including how supporting others by sharing their 
stories was delicate and involved sensitivity for many reasons. Some of the participants reflected 
on their own experiences early on when other parents reached out to them, highlighting the 
importance of timing (readiness for connection), finding the right “fit” with other parents to 
make meaningful connections and feeling uncertain about sharing their experiences. See Table 
4.7 for participants’ quotes illustrating these challenges.  
Table 4.7 
 
Challenges Educating and Sharing Experiences with Others 
 
Sensitive Nature -- Timing, Fit and Uncertainty 






When we got the diagnosis…there were people who reached out. We were just 
in a very troubled state. We were just very confused, and I did reach out to 
some [parents] but…others not…we were just overwhelmed. 
 
With Spina Bifida…they call it the snowflake disability, because the cases can 
be so different…That's also the other thing is, knowing what others [parents] 
 
 





could share with us or we could share with them, because the cases aren't all the 





So, I don't know how people are going to react when I talk to them about 
things, if it's going to push a button with them or things like that…because they 
don't want that sort of negative stigma associated [with ASD] or they're 
embarrassed or for things like that. So, I think that when I just am open about 
it…To show them that stigma does not affect me. I don't see it as a stigma. I see 




I definitely waited a little while before I brought it up [my opinion], because 
I'm like, ‘I don't want to step on her [another parent] toes. I don't want her to 
think she's not doing a good enough job.’ But once she expressed how she was 
just so frustrated and she didn't know what to do, and she was so worried, I was 
kind of like, ‘Okay.’ [I’ll speak up and help now]…I said, ‘You don't have to 
take any of my [advice]...here are my thoughts.’ And then she [other parent] 







Some families don't like to share too much. They're more private and especially 
with this diagnosis [hearing loss]. Some people feel that it's a devastating 
diagnosis, so some people are not willing to open up…I don't want to be too 
imposing and trying to get too much into someone's personal stories in life if 
they don't…want to share. I had that experience myself, so I don't want to be 
too pushy on other people. 
 
Actually, it was a little overwhelming for me at first, I was paired up with a 
family, a mom and a child who didn't have a similar situation [different kind of 
hearing loss], like our stories weren't the same…She would call me, or text 
message me, shoot me emails, and I just couldn't relate to her. It was hard, 
because yes, we had kids that are both with hearing loss, but she couldn't 
answer questions for me about cochlear implants, because her child didn't have 
one. In that instance, we may not have had a perfect pairing.  
 
 
Strategies (Informal Systemic Advocacy). Although study participants recognized the 
sensitive nature involved in connecting with and supporting other caregivers, they primarily 
capitalized on organic opportunities to share their stories and advice based on their experiences. 
Caregivers regularly shared their stories and experiences with others, including parents and 





See Table 4.8 for supporting quotes regarding caregivers’ experiences sharing their experiences 
with others when the timing and opportunities were “right.”  
Table 4.8 
 
Strategies Educating and Sharing Experiences with Others 
 
Capitalized on Natural Opportunities to Share Experiences with Others 
Caregiver Supporting Quote 
Lily It just seems to happen….It's not doing anything different really. I'm not putting 




We've always volunteered...We're happy to talk to whoever….You don't know 
who to help unless they ask for it. I mean, if there were people we could help, 
we'd be there in a heartbeat. 
 
Sophia  I've been able to share a little bit of our story, and then found myself in some 
really cool situations of being able to…advocate for other families…I got 
connected with another girl in town whose little girl got a g-tube… 
 
Jenna When I'm talking to other people about it, my main strategy is just to be honest 
about my own personal experience…I try to always preface it with, ‘This may 
not be the case for you. But when this happened to me, this is what I 
did.’…People can take that information and do what they will with it. 
 
People who know me...My next door neighbor, she was concerned because her 
great grandson wasn't talking yet, and she approached me and was asking me 
questions about it...I think a lot of people do come and ask me questions about 
developmental things [because of my experiences]. 
 
Julie Posting pictures on Facebook of it [a float for pool therapy]. People are asking 
us, ‘Where'd you get that?’ Because I'm in special needs groups [online]…It's so 
cool for people to be asking me for advice… 
 
I've helped other families…Another family had the same issue…she contacted 
me through the EI people [therapists]…She [another mother] was asking me, 
‘What do I do? Who do I need to contact?’ 
 
 
Through auto-photography and semi-structured photo-elicitation interviews, participants 
in this study shared the ways they advocated for their young children. Their individual and 





variety of people. Further, their experiences entailed context specific challenges and, in response, 







CHAPTER 5: DISCUSSION 
 
Qualitative inquiry, including visual methods, was used to explore EI caregivers’ 
advocacy experiences for their young children, including the contexts of their experiences, 
challenges encountered, and strategies used. Three major findings that emerged from this study 
that are worthy of further discussion are: (a) advocacy, for this sample of participants, occurs 
across settings and for different purposes, (b) caregivers’ advocacy efforts and strategies are 
often centered around context-specific challenges, and (c) auto-photography and photo elicitation 
interviews are helpful methodological tools to make meaning of caregivers’ perceptions and 
experiences. Although each finding is distinct, they interact to capture what advocacy looks like 
for caregivers in different settings, and how they chose to share their stories through photographs 
and narratives. First, the findings are discussed in light of the literature. Then, the limitations of 
the study and implications for future research and practice are shared.  
Key Findings and Contributions 
Individual and Systemic Advocacy Occurs Across Formal and Informal Settings 
First, findings from this research showed that participants engaged in advocacy for 
different purposes (individual and systemic). Similar to other studies, caregivers more often 
engaged in individual advocacy for their young children, while some acted to support other 
children and families through systemic efforts (Rossetti et al., 2020; Schraml-Block & Ostrosky, 
2019; Stanley, 2015; Stoner & Angell, 2006; Trainor, 2010; Wright & Taylor, 2014). For 
instance, the majority of caregivers described advocating individually for their children with 
medical professionals by pursuing medical care and coverage, practicing developmental 
activities at home with their children, and involving family members in their children’s care. 





through their systemic efforts. Caregivers described organizing other parents to collectively 
voice their concerns at school board meetings, teaching community members about their child’s 
disability, and connecting with and supporting other parents by sharing their experiences. This 
means that caregivers in this study engaged in advocacy efforts and activities for different 
purposes (i.e., individual and systemic advocacy) in both informal and formal settings.  
As it relates to settings, caregivers reported more advocacy efforts within informal versus 
formal settings. They described participating in therapeutic activities and engaging their children 
at home, involving family members in their children’s care, teaching others about their children 
and sharing their experiences with other families. These informal examples highlight that 
advocacy, at least for this sample of caregivers, was not limited to formal contexts, such as 
evaluation meetings or medical appointments. Advocacy occurred across different spaces and 
settings.  It is important to note that during the screening phase of the study, participants were 
intentionally asked to define advocacy as a way to prompt their thinking about the topic, their 
experiences and picture selection. Thus, a definition of advocacy was not provided to 
participants at any point during the study in an attempt to avoid influencing how they 
conceptualized advocacy. With that in mind, this design choice may have influenced 
participants’ picture selection and the stories they shared during the interviews. For instance, the 
theme “supported child development at home,” was a significant type of informal advocacy 
activity this group of participants experienced and shared. This type of activity has not 
traditionally been cited in the advocacy literature; although it is critical to note that very little 
advocacy research has been conducted with families of infants and toddlers. 
Relatedly, caregivers’ informal advocacy efforts and activities, described above, appeared 





suggests that change in one part of the family affects the entire family (Rosin et al., 1996). 
Further, family systems theory addresses family characteristics, interactions, functions, and life 
cycles. With regard to family interactions and functions, this framework suggests that family 
members interact with each other, including the marital, parental, sibling and extended family 
subsystems, and that families have various needs or functions, such as daily care, recreation and 
socialization (Turnbull et al., 2015). The majority of study participants described ways that their 
family interactions and functions, including roles and responsibilities, across these sub-systems 
were changed by their advocacy efforts. For instance, caregivers described teaching husbands, 
grandparents and siblings about their children’s care, thereby impacting their interactions. For 
example, caregivers described answering family members’ questions, being intentional about 
what information and how they shared that information with extended family members. Further, 
at times, caregivers’ informal advocacy efforts were driven by family functions or needs. For 
example, several caregivers expressed the need for others to learn how to care for their children, 
in the most basic ways, so that they could comfortably leave their children in the care of these 
family members. Based on this need, caregivers described teaching family members how to 
catheterize their child, how to operate the child’s feeding machine, and which foods aligned with 
the child’s specialized diet – shifting the roles and responsibilities of the family members. 
This finding, that caregivers advocated for different purposes across formal and informal 
settings, is important because the special education literature tends to capture caregivers’ 
advocacy experiences in more formal settings, such as within the special education school 
system and legislative contexts (Burke & Hodapp, 2016; Burke et al., 2018a; Burke et al., 2018b; 
Rossetti et al., 2020; Trainor, 2010). Based on the findings from the current study, it is important 





professionals to capture a robust and comprehensive picture of these lived experiences. This is 
important because examining what advocacy looks like outside of formal contexts may inform 
parent resources, supports and trainings. 
Advocacy Efforts Center Around Challenges 
The second issue worthy of discussion, which is related to the first finding, focuses on the 
fact that caregivers’ advocacy efforts were most often in response to challenges experienced (i.e., 
reactive versus preventative). This finding contributes to the current literature as other 
researchers have found that parents’ advocacy efforts were in response to barriers experienced 
(Burke et al., 2019a). Caregivers in this study described an array of challenges that they had 
encountered across settings, including feeling discounted, disagreeing with professionals about 
medical care and coverage, navigating several service systems, interacting with others about their 
lack of understanding regarding their children, and determining the best time and ways to 
practice activities with their children outside of EI services. In response to these challenges, 
caregivers intentionally strove to overcome them. They emphasized how they taught themselves 
new information and skills, and shared that specific information with others about their children. 
Further, they were persistent and drew on their resources to support their advocacy efforts across 
a myriad of settings.  
These findings contribute to the literature as other research teams have cited these same 
advocacy strategies. Caregivers in other studies have described educating themselves and others 
about their children’s specific needs and care (Boshoff et al., 2016; Rossetti et al., 2020; 
Schraml-Block & Ostrosky, 2019; Trainor, 2010; Wright & Taylor, 2014). Additionally, parents 
in other studies have described the importance of overcoming barriers by being persistent 





resources, especially social connections with family, friends, professionals and other families, as 
a means to support caregivers’ advocacy efforts (Burke et al., 2019a; Dinnesen & Kroger, 2018; 
Kalyanpur et al., 2000; Schraml-Block & Ostrosky, 2019; Stanley, 2015; Trainor, 2010). It 
appears that some of these same strategies are used by caregivers regardless of the challenges, 
type advocacy (individual versus systemic) and context (informal versus formal). Further, since 
caregivers’ advocacy strategies are often in response to challenges, research is needed to 
understand the circumstances that result in advocacy that is preventative versus reactive. 
Research also is needed to understand which caregiver-implemented strategies are most 
appropriate when proactively advocating.   
Additionally, as caregivers advocated for their children and others across settings and 
most often in response to challenges, they shared negative emotions associated with their 
experiences, including feeling stressed, frustrated and overwhelmed, as well as having feelings 
of self-doubt. This finding contributes to the current literature by suggesting that some 
caregivers’ advocacy efforts, regardless of the type and setting in which it occurs, may be 
wrought with stress (Burke et al., 2019a; Rossetti et al., 2020; Wang et al., 2004). Understanding 
and addressing the emotional needs of families has important implications for EI services and 
supports, as well as advocacy trainings.  
Auto-Photography and Photo Elicitation: Methodological Insights   
The third finding, when asked about their experiences selecting and using photographs to 
describe their advocacy experiences, all 13 study participants expressed satisfaction with the 
process. Several caregivers spoke about the opportunity it gave them to reflect on the past, 
acknowledge their experiences and intentionally select pictures and describe experiences that 





2011). Further, the use of auto-photography and photo-elicitation interviews provided insights 
regarding how caregivers in this study thought about their advocacy efforts. Thomas (2009) 
suggests that auto-photography can provide insights about participants that they may not 
articulate during traditional interviews. For instance, by asking them to select pictures 
representing their advocacy experiences, the majority of caregivers in the current study shared 
photographs representing their individual advocacy efforts versus systemic efforts (38 of the 40 
pictures) in both formal and informal settings. However, when explicitly asked how they 
advocated for other children and families (systemic advocacy), most of the caregivers shared 
instances of how they did this informally by connecting with and sharing their experiences other 
parents. Participants’ picture selection, including the “missing pictures,”  inadvertently 
communicated insights about their advocacy experiences (Frith & Harcourt, 2007), including 
their meanings and perceptions of advocacy as their pictures predominately focused on 
individual advocacy efforts (as opposed to systemic). 
Moreover, caregivers’ photographs served as springboards, launching and anchoring our 
conversations, which illuminated the details of their experiences, including the settings in which 
their experiences occurred, who and what was involved, and the feelings associated with their 
experiences. Auto-photography and photo elicitation methods allowed the details of caregivers’ 
experiences to shine, including the context-specific, nuanced challenges and strategies that they 
experienced. For example, the second portion of the interview involved questions related to 
caregivers’ advocacy experiences for which they did not have pictures to represent (i.e., how 
they advocated for their children among family members and for other children and families). 
Without pictures as a springboard for this part of the conversation, anecdotally caregivers’ 





research findings (Shaw, 2003), photo elicitation interviews added a level of depth and richness 
that was not present when caregivers responded to questions without pictures.  
Lastly, some researchers suggest that photographs can be used symbolically or to 
represent metaphors (Frith & Harcourt, 2007; Richard & Lahman, 2015). For example, one 
caregiver selected a photograph of herself holding her son’s hand as a metaphor for how self-
advocacy led to individual advocacy -- caring for herself allowed her to advocate for her son. 
Moreover, some caregivers chose pictures to symbolize feelings associated with their 
experiences – selecting photographs of emotionally difficult and pleasant experiences to share. In 
addition to learning how caregivers conceptualized advocacy, their picture selection and the 
subsequent discussions about the photographs, provided insight regarding how they organized 
their advocacy experiences. For example, some caregivers shared their photographs in 
chronological order, beginning with advocacy experiences when their children were babies and 
ending with photographs that represented recent events, thereby documenting advocacy activities 
over time (Frith & Harcourt, 2007). On the other hand, some caregivers selected and shared 
photographs that were all within the same advocacy category (i.e., informal individual 
advocacy). These patterns provided insights into their perceptions about their advocacy efforts. 
Finally, auto photography and photo elicitation interviews served as a method for 
triangulating the data (Heisley & Levy, 1991; Lincoln & Guba, 1985; Shaw, 2003; Torre & 
Murphy, 2015). I was able to support my assertions by aligning four elements: participants’ 
photographs, the titles and written descriptions of their photographs submitted prior to the 
interviews, the narratives they shared during the interviews, and the summaries contained within 





was paid to how these four pieces supported and complimented each other, thereby strengthening 
the trustworthiness of the findings.  
Limitations 
Despite several strengths, there are limitations related to two parts of this study: 
demographics and methodology. First, related to demographics, participants volunteered to 
participate and thus a narrow, convenience sample of 13 individuals’ advocacy experiences was 
captured (Robinson, 2014). It is possible that the caregivers who participated in this study had a 
particular interest in advocacy. Second, parental advocacy occurs across race/ethnicity, socio-
economic status, and community types (Kalyanpur et al., 2000; Stanley, 2015; Trainor, 2010). 
Despite repeated efforts to recruit a diverse sample of participants, the majority of parents were 
not racially/ethnically diverse. Third, the participant sample included 11 mothers, one 
grandmother, and only one father. Mueller and Buckley (2013) suggest that most of the literature 
pertaining to parents’ special education experiences involve mothers as research participants; the 
demographics represented in this study reflect that observation. Fourth, all of the participants 
lived in one state, limited to mostly urban (n = 11) versus rural (n = 2) areas. The advocacy 
experiences of a variety of families, including those from culturally, linguistically, and 
ethnically/racially diverse backgrounds, and families residing in urban, suburban, and rural areas 
is necessary to gain a more robust picture of advocacy during the birth to three time period.  
Related to the study’s methods, specifically the advertisement strategies used, it is possible 
that the recruitment procedures (email, social media) impacted the participant sample. Hamilton 
and Bowers (2006) suggest that online advertisement strategies have the potential to skew 
research samples toward higher income and education levels, and that “hard to reach 





COVID-19 pandemic did not allow for in-person recruitment strategies, this is an important 
consideration.  
Finally, related to the visual methodology used in this study, although Frith and Harcourt 
(2007) suggest that photographs can provide insight into participants’ private lives, this also is a 
limitation to consider. For instance, two parents were not comfortable sharing pictures of their 
young children beyond the interview. One caregiver requested that pictures containing her child 
not be shared in publications and presentations, while another caregiver chose only pictures that 
did not include her child. This second caregiver’s desire for privacy may have influenced the 
kinds of pictures she shared, even though she was encouraged to use her preferred pictures and 
reassured her that they would not be published. Although privacy did not influence the stories 
this mother shared, she chose pictures mostly of objects to represent her stories. That said, it is 
possible that she would have shared different pictures if she had not been concerned about her 
child’s privacy or if the pictures were not going to be shared. Taken altogether, these limitations 
should be considered.  
Implications 
Directions for Future Research  
The findings of this study shed light on caregivers’ advocacy experience for their young 
children across settings. At the same time, they suggest additional areas of inquiry, indicating 
several directions for future research. First, the findings illustrate how families’ individual 
advocacy experiences occurred in both formal and informal settings. That said, additional 
research should explore families’ experiences advocating in informal settings for their children 
across their lifespan. This is important because there is limited evidence available that captures 





family members. Caregivers’ advocacy experiences captured in the literature, are often 
conducted within formal contexts, such as IEP meetings, or focused on family-professional 
school partnerships (Bacon & Causton-Theoharis, 2013; Burke, 2017; Burke & Hodapp, 2016; 
Burke et al., 2018a; Rossetti et al., 2018). However, the findings of this study suggest that 
caregivers advocate beyond formal contexts. Exploring this area further may provide valuable 
insights related to caregivers’ comprehensive advocacy experiences outside of formal settings 
with medical and educational professionals, regardless of their children’s age. 
Second and related to the first implication, since caregivers in this study described an 
array of advocacy experiences, including challenges and strategies that were context specific and 
nuanced, it is important to explore each context individually to better understand the breadth and 
depth of caregivers’ experiences. For instance, investigations are needed of caregivers’ advocacy 
experiences with their extended family, friends and community members (i.e., informal and 
personal experiences), including the challenges, strategies and perceived effectiveness within 
these particular contexts. 
Third, only one interview consisted of a dyad (two parents). This dyad was a mother and 
father, and was unique from the other interviews in that both caregivers complimented each 
other’s stories multiple times during the interview. For instance, when the mother spoke about 
her advocacy experiences, her husband often chimed in, adding more details and richness to her 
stories. That said, when relevant and appropriate, researchers might conduct interview studies 
that include more than one caregiver.  
Fourth, the perspectives and experiences of neither extended family members nor 
professionals were included in the current study. Family systems theory suggests that change in 





and early intervention focus on the family as a whole, acknowledging that each family member 
plays a unique role in their children’s development and education (Turnbull et al., 2015). That 
said, including extended family members as participants may expand our understanding of their 
roles, expectations, interactions, functions, perceptions and advocacy experiences during 
children’s earliest years. Further, additional research exploring professionals’ experiences may 
provide valuable insights related to how these individuals conceptualize, support and cultivate 
caregivers’ advocacy efforts early on.  
Fifth, auto-photography provided caregivers with opportunities to consider the purpose of 
the study, reflect on their advocacy experiences, and intentionally select pictures representing 
those instances (Mandleco, 2013; Stockall & Davis, 2011). Further, these methods provided 
valuable insights regarding participants’ experiences and meanings. That said, perhaps auto-
photography and photo-elicitation interviews could be used more widely in the field to explore 
advocacy. Using these methods may allow parents, family members, and professionals to reflect 
on, and more intentionally consider, the stories they share with researchers.  
Lastly, the majority of participants described negative emotions associated with advocacy 
across settings. With that in mind, Magana et al. (2015) found that meeting the health needs of 
caregivers may impact their children with disabilities as well as parents’ own health outcomes, 
and may reduce the “burden” associated with caring for their children. Moreover, Wright and 
Taylor (2014) found that advocating across different contexts may lead to parents feeling 
exhausted and frustrated. That said, the role of self-care as a component of advocacy efforts 
among caregivers of children with disabilities is worthy of further exploration. Additionally, the 
role of parent self-care when children are young, and its relationship to the frequency and 





focused on parent self-advocacy and self-care may inform the types of supports offered to 
caregivers who have children with disabilities of all ages.  
Implications for Practice 
The findings of this study indicate a few implications for practice. First, when caregivers 
were asked how they learned to advocate for their children, all of them responded that they 
learned through personal experiences, and they expressed a desire for a “manual” to teach or 
guide them. Although families who participated in the current study learned on their own, there 
appears to be a need for advocacy programs for caregivers who have young children, ages birth 
to three. The National Parent Training and Information (PTI) centers, funded through the Office 
of Special Education Programs (OSEP), are charged with the mission of supporting families who 
have children from birth to age 26 with disabilities by meeting their training and information 
needs (Office of Special Education Programs, 2020). Although PTIs are mandated to support 
families who have infants and toddlers participating in EI, data collected from 2012-2013 
indicated that only 4.27% of the families they served participated in EI. 88.15% of families they 
supported had school aged children (3-18) and 6.95% of families had children beyond high 
school (National Parent Technical Assistance Center, 2013). Considering the mission of the 
National PTI centers and the 2013 data, the results of the current study might inform how PTIs 
think about, support, and provide information to caregivers of infants and toddlers pertaining to 
advocacy skill development. This focus extends beyond support for children and families during 
the transition from Part C to B services. For instance, information might be shared regarding 
advocacy strategies and support to help caregivers navigate advocacy interactions across 
different settings and for a variety of purposes (individual and systemic). Additionally, given the 





(i.e., with extended family members) might be important, especially since PTIs typically have a 
focus on information sharing related to educational programs. Other community-based parent 
support and advocacy programs (i.e., Hands and Voices, Down Syndrome Network) might 
consider how to best support caregivers’ advocacy efforts outside of educational settings (within 
informal settings), such as at home with family members or among community members.  
Second, when caregivers discussed informally sharing their experiences advocating for 
other families, they emphasized the importance of connecting with other caregivers when it felt 
“right.” This finding is important because it supports the principle of family-centered care in EI – 
individualization, one size does not fit all (Dunst, 2002; Dunst & Trivette, 1996). Families are 
unique, with different resources, priorities and preferences. Although it is important to offer 
parent-to-parent support as part of family-centered care, it is crucial that EI professionals listen 
and respond to families’ changing priorities and preferences without imposing services, supports, 
and judgments on them (Dunst, 2002; Dunst & Trivette, 1996; McWilliam, 1996). Caregivers 
may prefer to connect organically with other parents when the time and circumstance feels right 
to them.  
Moreover, caregivers discussed partnering with EI professionals as a strategy to advocate 
for their children. This entailed participating in EI visits, watching professionals, asking 
questions and making decisions together, so that caregivers could understand and extend 
therapeutic activities outside of EI visits. Much of the literature suggests that family-professional 
partnerships may support caregivers’ advocacy efforts (Bacon & Causton-Theoharis, 2013; 
Burke et al., 2019; Rossetti et al., 2020; Turnbull et al., 2015; Wright & Taylor, 2014). Further, 





services and decision making for their families (Dunst, 2002; Dunst & Trivette, 1996; Jackson et 
al., 2008).  
 The final implication for practice relates to the use of photographs in EI. All 13 
caregivers remarked positively about their experiences using photographs to reflect on and share 
their experiences. Therefore, auto-photography and photo-elicitation interviews could be used 
more widely as a way to develop rapport between professionals and caregivers, as it has been 
used by researchers (Harper, 2002; Torre & Murphy, 2015). That said, photographs could be 
used during initial EI meetings with caregivers to learn more about their children and families, 
including their strengths, concerns, priorities and resources. Further, Harper (2002) suggested 
that photographs may be used as a bridge to connect different cultures. When EI professionals 
partner with caregivers outside of their cultural group, photographs may help establish those 
initial connections, creating shared understandings of caregivers’ experiences. Furthermore, 
Turnbull et al. (2015) suggest that one characteristic of family-professional partnerships is 
power, and perhaps the use of auto-photography may empower caregivers to drive conversations 
and control their narratives, thereby balancing the power dynamics between caregivers and 
professionals. This sharing of power was noted when auto-photography and photo-elicitation 
interviews were used with research participants (Frith & Harcourt, 2007; Torre & Murphy, 
2015). Harper asserted that, “When two or more people discuss the meaning of photographs, 
they try to figure out something together” (2002, p. 23), potentially placing caregivers and 
professionals on the same level. Taken together, these implications for practice should cause us 








Caregivers have historically engaged in individual and systemic advocacy, becoming life-
long advocates for their children with disabilities and for others (Turnbull et al., 2015; Yell et al., 
2016). Continuing to explore how and why caregivers engage in advocacy, including within 
formal and informal contexts, as well as the challenges and strategies involved is necessary to 
gain a more complete understanding of their lived experiences. Moreover, it is important to 
consider caregivers’ advocacy experiences within and outside of the special education system, as 
their advocacy efforts and activities may be embedded into different aspects of their daily lives. 
Finally, using novel research methods such as auto-photography and photo-elicitation interviews, 
to explore topics such as advocacy will enable researchers to add depth and breadth to the 
existing literature. The information gained from the current study extends the literature and has 
the potential to inform future research and practice, ideally creating appropriate supports for 
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APPENDIX A: TABLES 
 
Table A1  
 




Participants Purpose Measures Findings 
Bacon, J, K & 
Causton-
Theoharis, J. 
(2013)   
n=17 families 
(including 14 mothers; 
6 fathers; 1 step-
mother; 1 aunt/adoptive 
guardian; 1 legal 
guardian; and who 
identified as Caucasian 
– 20; African American 
– 1; undisclosed – 1; 
Indian – 1) who had 
children from 4-21 
years old (8 of the total 
19 children ranged from 
0-8 years old) with a 
range of disabilities  
investigates process of 
parent advocacy and 
how parents are 
positioned  
qualitative inquiry; in-depth, open-ended 
interviews & IEP observations  
-parent advocacy strategies included: 
bringing an advocate to meetings; 
networking with professionals who 
have high positions in school district; 
self-education & experiences within 
SPED (take classes about legal issues 
& IEPs) 
-parents reported feeling compelled to 
advocate for their children; there was 
an advocacy expectation; parents did 
not always consider themselves 
advocates – parents described a 




Balcazar, F. E., 
Keys, C. B., 
Bertran, J. F. & 
Thomas, R. 
(1996)  
n=24 participants; 21 
parents (1 male/father; 
20 females/mothers) 
who have children with 
disabilities (intellectual 
& developmental 
disabilities) from 2-45 
years old and 3 
participants had 
disabilities themselves; 
African American – 3; 
Hispanic – 1; Asian 
American – 1; 
Caucasian – 19  
explore the advocacy 
actions of participants 
before, during and 
after their participation 
in the advocacy 
training  
mixed methods -participants, both individuals with 
disabilities and family members, 
reported benefiting from participating 
in the advocacy training  
-advocacy activities reported included: 
phone calls, office visits or meetings, 
letters and mass mailings, media 
reports (newspapers, radio interviews) 
and other activities such as school 
presentations, public hearings, 
trainings, fund-raising and volunteer 
activities  
-outcomes of advocacy actions 
included: school inclusion, start new 
advocacy group, legislative changes, 
 
 





community education programs and 
activities, appointments to board 
positions and fund-raising 
-advocacy actions occurred at the 




Phillips, R. L., 
Wiles, L. & 
Porter, L. (2017)  
n=1,622 parents 
(including foster 
parents, grandparents & 
aunts) of children with 
Autism Spectrum 
Disorder (ASD) from 1-
10 years old  
consolidated 
qualitative data from 
parents’ perspectives 
of the process they 
used to advocate for 
their children: How do 
parents of children 
with ASD describe the 
process of advocating 
for their children?  
qualitative meta-analysis; 31 studies 
identified  
-positive experiences with “first-line” 
professionals during diagnosis lays the 
foundation for future relationships with 
providers  
-developmental advocacy process -
seeking diagnosis, self-education, and 
taking action 
-parents from low SES, different 
cultural backgrounds and living in rural 
areas experienced additional barriers – 
limited resources, access to services & 
lack of information  
 




n=65 Latino, Spanish 
speaking family 
members (15 rural 
families; 50 urban 
families; mothers – 55; 
fathers – 7; other – 3) 
of children with 
disabilities (averages 
age of urban children -- 
7.76; average age of 
rural children – 3.93 
with intellectual 
disabilities – 4; 
developmental delays – 






barriers to advocacy 
among Latino families 
in urban versus rural 
communities  
 
quantitative; survey  -barriers to advocacy -- both urban and 
rural family members wanted more 
information about their rights; rural 
family members indicated racism, 
immigrant status and language were 
barriers; urban family members 
reported needed parent support groups 
and trainings; some family members 
reported no barriers to advocacy  
Burke, M. & 




(mothers – 1,013; 




quantitative; 163-item questionnaire  -advocacy activities included: 
searching the internet, talking to other 
parents, reading materials about special 
education law and attending workshops 
 
 





– 917; African 
American – 62; 
Hispanic – 36; Asian – 
10; other – 62) with 
children from 3-22 
years old (average age 
10.94 years with ASD – 
508; learning 
disabilities – 339; 
speech language delay 
– 373; developmental 
delays – 358; 




of advocacy   
 
were performed often while other 
activities, including: using an advocate 
at IEP meetings and calling an agency 
occurred less frequently  
-correlates included: parents who 
reported higher levels of advocacy 
activities were more likely to have 
enacted their procedural safeguards, 
were less satisfied with services and 
had poorer parent-school relationships; 
likewise parents who reported lower 
levels of advocacy were more satisfied 
with services and reported collaborative 
parent-school partnerships 
-parents who engaged in advocacy 
activities described negative 
experiences, including schools refusing 
to provide services, acting 
disingenuously, lacking trained 
personnel and communicating poorly  
 
Burke, M. M., 
Meadan-
Kaplansky, H., 
Patton, K. A., 
Pearson, J. N., 
Cummings, K. 
P.& Lee, C. E. 
(2018a) 
   
 
n=47 participants; 28 
parents (Caucasian – 
18; African American – 
5; Latino – 3; Asian 
American – 2) of 
children from 3-16  
years old with social-
communication 
disabilities (average age 
of children was 10.07) 
& 19 professionals  
explore how parents 
advocate for supports 
for their children, the 




advocacy   
qualitative inquiry; focus group -parent advocacy strategies included: 
using support materials (parents 
brought professionals to help 
advocate), making requests, 
communicating with the school, and 
acquiring and sharing knowledge  
-parents advocated for services, AAC 
devices, instruction and specific 
programs for their children  
-parent advocacy efforts may result in 
more services for their children; may 
not create immediate changes and in 
some instances, may not create any 
change for children while negatively 
affecting parent well-being; and how 
parents approached advocacy affected  
the outcome  
 
 





Burke, M. M., 
Rios, K., Garcia, 
M., Sandman, L., 
Lopez, B. & 
Magana, S. 
(2019a)  
n=46 Latino family 
members (mothers – 
38; fathers – 4; aunts – 
2; grandma – 2; 38 
family members from 
urban city; Mexican – 
40; South America – 4; 
Central American – 2) 
of children with autism 
spectrum disorder 
(ASD) from 3-16 years 





Latinos parents  
qualitative inquiry; focus groups 
 
-approaches to advocacy included: be 
assertive with the school, which 
entailed parents being assertive when 
requesting services, but they did so in 
ways to main relationships with school 
professionals; being involved in school 
activities, such as joining school 
boards, volunteering and belonging to 
school committees; communicating and 
documenting interactions; relying on 
knowledge, including knowledge of 
rights and using their faith to advocate 
-barriers included: poor experiences 
with school system (district-level 
problems such as lack of funding, 
disrespect toward parents and lack of 
empathy toward parents), school-
related stress (parents reported feeling 
stressed out, frustrated and tired trying 
to advocate for services), and feeling 
stigma (toward their children) and 
discriminated against (because they did 
not speak English and/or due to their 
cultural background) 
-facilitators: knowledge and resources 
about special education (rights and 
going to IEP classes); increased parent-
school communication; parent support 
(peer support helped advocacy efforts) 
 
Burke, M.M., 
Rios, K. & Lee, 




Caucasian – 6; Latina – 
2 with 10 children 
(ranging from 7-17 
years old with ASD – 8; 
SLD/HI/Deaf – 2; 2 of 
the 10 children are 8 
explore special 
education advocacy 
process according to 9 
parent-advocate dyads 
qualitative inquiry; interviews  -parents contacted advocate when they 
had a disagreement/experienced a 
challenge with the schools; advocates 
supported parents via phone, in-person 
meetings and answering questions 
-advocates shared their experiences 
with families, empathized with them, 
answered parents’ questions 
 
 





years of age or 
younger) 
-advocacy efforts led to positive 
outcomes – increased services for 
children, improved school experiences, 
student progress and parent experiences  
Burke, M. M., 
Sandman, L., 
Perez, B. & 
O’Leary, M. 
(2018b) 
n=49 parents (fathers – 
4; mothers -- 45) in 
urban, suburban and 
rural areas in one state 
(Caucasian – 25; Latino 
– 10; African American 
– 11; Asian – 3) with 
children with 
disabilities who ranged 
from 3-30 years old 
(average age of children 
was 12.66 years) and 
more than half of the 




parents – parents’ 
perceptions of 
legislative advocacy, 




qualitative inquiry; focus groups  -parents had mixed experiences with 
legislative advocacy including: 
legislators listened to parents’ stories 
resulting in policy changes, some 
parents reported that legislators were 
not knowledgeable about disability 
issues, some parents had no experience 
with legislative advocacy  
-methods of legislative advocacy 
entailed: building relationships with 
legislators; educating legislators about 
disabilities and children’s needs; 
collective advocacy (banding together 
with other parents); including fathers as 
they believed that legislators were more 
likely to respect a man 
-barriers included: lack of knowledge 
to advocate; feelings of 
disempowerment, process/system being 
too big for them to tackle, and feeling 
overwhelmed (burned out; feeling like 




Kesten, S. M., 






n=20 families (Hispanic 
– 14; African American 
– 3; Caucasian – 1; 
Haitian American – 1; 
South Asian – 1) who 
have children (ranging 
from 18-54 months; 
average age was 35 
months) with mild 
language delays & were 
not found eligible for 
explore how families 
who were not eligible 
for EI services 
described their 
experiences navigating 
EI and other systems 
of support 
qualitative inquiry; interviews -recognizing a developmental delay, 
pursuing assessments and enrolling in 
services is not without challenges and 









EI services but were 
recommended to other 
developmental services 




mothers of children 
with ASD ages 4-11 (7 
of the 13 children were 
8 years old or younger)    
explore facilitators and 
barriers related to 
early diagnosis and 
access to services 
qualitative inquiry; interviews -parents reported advocating by 







Sauer, J. S., Bui, 
O., Wen, Y. & 
Regensburder, 
D. (2018)  
n=38 culturally 
linguistically diverse 
(CLD) parents (mothers 
– 33; fathers – 5; who 
identified as 
Vietnamese – 13; 
Chinese – 15; Haitian –




perspectives of CLD 
families related to 
their IEP experiences, 
barriers they have 
experienced and their 
agency and advocacy 
in overcoming barriers   
qualitative inquiry;  semi-structured focus 
groups  
-barriers to advocacy included: limited 
opportunities to actually advocate, such 
as professionals making decisions for 
parents despite their input, which 
resulted in parents feeling marginalized 




n = 12 African American 
mothers and 
“othermothers”/caregivers 
who resided in rural areas 
and who had children 
from 7-21 years of age 
with disabilities  
explore advocacy 
experiences of African 
American mothers 
living in rural areas 
qualitative inquiry; two rounds of semi-
structured interviews  
-mothers believed that open-
communication, validation of feelings, 
concerns, care and mutual trust helped 
to facilitate their advocacy efforts.  
-advocacy begins early – parents knew 
“something was wrong” prior to their 
children being identified 
-parents advocate individually and 
collectively   
-advocacy involved locating and using 
community resources (to receive 
diagnosis, tutoring, recreational 
programs, etc.)  
-advocacy involves communication – 
with teachers and school 
administrators: parents asked 
questions, made specific requests & 
 
 





disagreed with teachers 
recommendations 
-advocacy means doing “what it takes” 
to help their children/standing up for 
their children/being persistent 
-advocacy is being visible – physically 
present at meetings, dropping into 
school/classroom  
Barriers – perception that professionals 
did not hear nor validate their 
concerns; perception that teachers are 
professionals and experts thwarted 
advocacy; work schedules got in the 
way of meeting during traditional 
school hours; lack of formal support 
groups; living in rural area precluded 
some parents from speaking up 
(because of it being a small 
community)      
 
Wright, A. C. & 
Taylor, S (2014)  
n= 76 parents 
(Caucasian – 60; Latino 
– 11; undisclosed – 5); 
with children from 
birth-6 
explore the settings in 
which parents 
advocate for their 




quantitative; survey  -parents advocated in the following 
settings: educational (76%), medical 
(73%), social services (58%), social 
media (51%) & politically (22%) 
-settings in which parents perceived 
their efforts as “highly effective” 
included schools, medical clinics and 
social media 
-strategies parents used: educating, 
building rapport and meeting with 
school professionals; educating 
themselves about special education 
law; and collaborating/bringing 
professionals outside of school to IEP 
meetings  
-some parents described engaging in 
political advocacy to impact services 
 
 
















Participant Screening Demographics (N=32) 
 
Demographics        N (%)  
 
Expressed interest, but did not meet inclusionary criteria   3 (1%) 
 
Expressed interest, but did not complete  
screening questions       3 (1%) 
 
Met inclusionary criteria, but were not selected     5 (16%) 
 
Met inclusionary criteria and selected, but family  
ceased communication        5 (16%)   
 
Met inclusionary criteria, signed consents and 
did not complete the study      3 (1%) 
 
Met inclusionary criteria and completed all      











Dissertation & ERP Participant Demographics – Caregivers – Side-by-Side Comparison  
 
Dissertation Participant      ERP Participant 
Demographics  N = 13  N (%)    Demographics N = 15   N (%)  
 
Role         Role  
   Mother    11 (84.6%)      Mother    9 (60%) 
   Father    1 (7.7%)      Father     6 (40%) 
   Grandmother    1 (7.7%)      Grandmother    0 
 
Age         Age   
   < 25     1 (7.7%)      < 25     0     
   25-35     4 (30.8%)      25-35                            8 (53%)  
   36-45     7 (53.8%)      36-45     7 (47%) 
   > 55     1 (7.7%)      >55     0  
 
Marital Status        Marital Status 
   Single    1 (7.7%)     Single     2 (13%)  
   Married    12 (92.3%)     Married    13 (87%)  
 
Education        Education 
   High School    1 (7.7%)      High School     0    
   Some College    1 (7.7%)      Some College    0 
   Associates Degree   2 (15.4%)      Associates Degree   1 (7%) 
   Bachelor’s Degree   5 (38.4%)       Bachelor’s Degree   6 (40%) 
   Master’s Degree   3 (23.1%)      Master’s Degree   6 (40%) 
   Juris Doctorate Degree  1 (7.7%)                  Juris Doctorate Degree  0  
   Doctoral Degree    0       Doctorate Degree   1 (7%) 
   Unknown    0       Unknown    1 (7%)  
 
Income         Income  
   < 25,000    1 (7.7%)      < 25,000    1 (7%)     
   35,000-49,999   1 (7.7%)      35,000-49,999   2 (13%)  
 
 




   50,000-74,999   2 (15.4%)       50,000-74,999   4 (26%) 
    
   74,999-99,999   3 (23.1%)       74,999-99,999   1 (7%)   
   >100,000    6 (46.1%)      >100,000    7 (47%)  
 
Ethnicity        Ethnicity   
   White/Caucasian   11 (84.6%)      White/Caucasian   13 (87%)    
   Latinx    1 (7.7%)      Black/African American  2 (13%) 
   Multiracial     1 (7.7%)      Multiracial     0    
  
Community         Community (did not collect) 
   Urban    11 (84.6%)      Urban    0 
   Rural     2 (15.4%)      Rural    0  
 
 
Children’s Gender (N =12)      Children’s Gender (N = 10) 
   Female    6 (50%)      Female    7 (70%) 
   Male      6 (50%)      Male      3 (30%) 
 
Children’s Disability Type (per by caregiver)   Children’s Disability Type (per caregiver) 
   Communication/speech delay  5 (41.67%)         Down syndrome    3 (30%) 
   22q Deletion syndrome   1 (8.33%)       Sensorineural hearing loss  4 (40%)  
   Physical/motor delay   3 (25%)         Developmental delay   3 (30%)  
        *2 born prematurely 
        *1 seizure disorder  
   Sensorineural hearing loss  1 (8.33%)  
   Multiple disabilities (two or more) 2 (16.67%)  
        *1 global development delays,  
         epilepsy and cortical vision impairment 
        *1 Spina Bifida, DiGeorge syndrome,  
         Chiari malformation, and Hydrocephalus 
           
Children’s Age (at time of interview)     Children’s Age (at time of interview)  
   19-24 months    3 (25%)          0-12 months    1 (10%) 
   25-30 months    2 (16.67%)         13-24 months    1 (10%) 
   31-36 months    5 (41.67%)          25-36 months    8 (80%)  
 
 




   37-39 months    2 (16.67%)  
Table A4  
 
Evidence of Special Education Quality Indicators (Brantlinger et al., 2005) 
Quality Indicator  How Quality Indicator was Addressed 
Researcher  
Reflexivity  
I self-disclosed prior experiences and biases, wrote reflective memos throughout the study to 




The research team looked for and identified “unique” codes, categories and participant experiences 
that did not align with the majority during the data analysis phase.  
 
Triangulation Investigator triangulation -- the research team used multiple perspectives to triangulate the data; 
methods triangulation – photographs, interview data and member checks.   
 
Member Check I used second-level member checks with all of the participants and incorporated their feedback into 
the data. 
 
Collaborative Work  The research team met regularly over the course of one year and worked together from determining 
the study’s design to writing the findings.  
 
External Auditors N/A 
 
Peer Debriefing I debriefed with my advisor, Dr. Ostrosky, regularly. Further, I checked in with my dissertation 
committee for support related to analysis and interpretation as needed. 
 
Audit Trail The research team kept a paper trail saved in Box of all communication and documentation related to 




N/A – One time interviews are not considered prolonged engagement in qualitative work, but the 
research team engaged with the data/documents in a prolonged way, continually returning to the date 
(recursive).   
 







The research team provided thick descriptions of participants’ experiences through direct quotes and 
visual artifacts (photographs) to convey and support the findings (Geertz, 1973).  
 
Particularizability  The research team did not generalize the findings, rather, they situated the findings within the context 
of the participants who participated in the study.  
 
 










Individual Advocacy  Systemic Advocacy  
 
1 
      
Early Detection          Cochlear Implant   
                                    Surgery #1 
 
 
E-Learning with Deaf  













     
Big Brother Advocate  The Insurance Battle 
 
 





       
Advocacy & Cranial        Advocacy & Reading  


















      
EI at School [childcare]     Ear Tubes  
 
 










       
Morning Coffee Time      High Five 
 
 
    

































    
Therapy Homework              Documentation 
 
     
 















           
A Crash Course in          Mommy is Always 
NICU Medicine            Close By 
 
 
I’ve Got This, I’ve Got You  












                  








           
How to Welcome                 The Unexpected  
Things in Different                 Shower  
















              
The Hard Times  --              Pool Therapy at Home 
[hospital name] 
 
        













         
All In                                  Bonding Time 
 
Opened Up a  



















If you are interested in participating in this study or if you would like more information, please contact: 
 
Kristen Schraml-Block, schraml2@illinois.edu, 703-609-6905 
OR 
Dr. Micki Ostrosky, ostrosky@illinois.edu, 217-333-0260 
APPENDIX C: INFORMATIONAL FLYER  
Advocacy: A Picture is Worth a Thousand Words  
 
I am Kristen Schraml-Block and I am recruiting caregivers who are receiving early intervention 
services to participate in an interview study. I am a doctoral candidate in the Department of 
Special Education at the University of Illinois at Urbana-Champaign. My advisor is Dr. Micki 
Ostrosky, and our study focuses on understanding how caregivers advocate for their young 
children and/or other children with delays and/or disabilities.  
 
If you are eligible for the study, as a participant, you will: 
 
• take 3-5 photographs representing the ways you advocate for your young child and/or 
other children 
• be interviewed online or over the phone for approximately one hour  
AND 
• read a summary of the interview and provide feedback  
 
 
Potential Participants: Please consider participating if:  
  
• You are a caregiver who is 18-years or older and who has a child (birth to age 3) who 
currently receives early intervention services and has for at least 6 months  
• You can be interviewed online or over the phone in English 
AND 
• You have access to a camera on your cell phone to take pictures  
 
For sharing your time and story with us, you will receive two electronic Amazon gift cards, 















APPENDIX D: SCREENING SCRIPT   
 
Researcher: Hello, my name is Kristen Schraml-Block and I’m a student at the University of 
Illinois at Urbana-Champaign in the Special Education department.  My advisor is Dr. Micki 
Ostrosky and we are recruiting participants for a project that will allow us to learn from you, as a 
caregiver of an infant or toddler with a delay or disability in early intervention.   
 




Researcher: (if not a good time to talk) [schedule a different date/time for screening that works 
for the participant. Confirm]. Thank you so much for your time. I look forward to speaking with 
you on [scheduled date and time]. 
 
Researcher: (if yes) Wonderful! First, let's see if the requirements of the study will be a good fit 
for you.  
 
1. Are you a caregiver of a child who has been receiving early intervention services for 
at least 6 months and are 18-years or older? 
2. Are you able to be interviewed either online (via Zoom) or by phone in English? 
3. Do you have access to a camera on your cell phone to take pictures? 
4. How did your child become eligible for EI? 
5. Are you currently located in the U.S.? YES 
6. What is your racial/ethnic background? 
7. How would you describe your annual income ?  
a. Less than $25,000    
b. $25,000 to $49,999     
c. $50,000 to $74,999    
d. $75,000 to $99,999     
e. $100,000 or more 
8. What does “advocacy” mean to you? In other words, how do you define advocacy?  
 
Researcher: (if family does NOT meet the study’s criteria) Thank you so much for your interest, 
but because of XX, we will not be able to include you in our study (explain criteria that are not 
met). Thank you so much for your time.  
 
Researcher: (if family does meet the study’s criteria) Great! I’d like to explain a little more 
about the study and if you’re still interested in participating, we will move forward with the 
consent process.  
 
We are conducting interviews with caregivers to learn how families advocate. During this study, 
I’ll ask you to define what advocacy means to you and then ask you to take/gather 3-5 
photographs representing ways you advocate for your young child and/or other children. After 
this, we will schedule a time to talk, where you will be asked to share some background 





than 10 minutes. After you have completed the survey, we will ask you some questions related to 
your photographs and advocacy experiences. We will audio-record and potentially video-record 
(if via Zoom) the entire interview. As a participant, you can answer or skip questions based on 
your preference and comfort. After the interview, I will send you a summary of the interview, 
asking you to let me know if I accurately captured your responses and if you would like for me 
to add additional information. Finally, to express my appreciation for your time and willingness 
to share your story, you will receive two Amazon gift cards (one $50.00 Amazon gift card after 
the interview and then a second $30.00 Amazon gift card after the follow-up/summary check). 
Therefore, it is possible you will receive a total of $80.00 in Amazon gift cards for completing 
all components of the study. 
 
Researcher: Do you have any questions about the study?  Are you willing to participate in all 
parts of the study?  
 
Participant: (response)  
 
Researcher: (if no) Okay. Thank you for your time!  
 
Researcher: (if yes) Okay, great! Let’s start by defining advocacy – what does advocacy mean 




Researcher: The next step is to talk more about the photographs. Please take/gather 3-5 
photographs that represent your experiences advocating for your child and/or other children. The 
experiences represented in the photographs can be current experiences, something that has 
happened in the past and/or experiences that align with your definition of advocacy. You can 
take new photographs and/or use photographs that you have already taken. And, there are no 
right or wrong photographs – these are photographs that represent your stories and experiences. 
These photographs can be, but are not limited to, representations of your experiences advocating 
for your child and advocating for other children with delays and/or disabilities, and may include 
experiences with professionals, family members, friends, neighbors, and others. For example, if I 
were asked to take photographs of the ways that I advocate for my dog, I would choose the 
following: (a) a photograph of me and my dog meeting with the veterinarian (with their consent) 
about my dog’s health and behavior, (b) a photograph of me showing my sister (with her 
consent) how to take care of my dog while I’m out of town, and (c) a photograph of the place 
where I volunteer to support a local rescue organization. During the interview, I would talk about 
my experiences in these photographs with the researcher. After you have taken and/or gathered 




Researcher: (if yes) respond to their specific questions. 
 
Researcher: (if no) Wonderful. Prior to taking/gathering your photographs, please read and sign 





Now let’s schedule a time and place to meet. What would be the best time and location for you? 
And, how much time do you need to take and/or gather your photographs? 
 
Participant: (response)  
 
Researcher: [Confirm address, phone number and email address]. What is your preferred 
communication method – text, email or phone? Great, I’ll follow up with you via your preferred 
method to confirm our interview date and time. Do you have any other questions right now? 
 
(if no) Thank you again for your time. I am excited to talk with you and learn about your 
experiences. I’ll follow up with you with my contact information. If you have any questions, 













































Thank you for agreeing to participate in this study and helping us understand how you advocate 
for your child in early intervention. This Family Survey includes 19-questions about your child 
and your family; it will take approximately 10 minutes to complete. The information you provide 
will not be associated with your name. You can skip any questions that you do not feel 
comfortable answering.  
 
Please tell us about you and your family. 
 
Your child who receives early intervention: 
1. Child’s Name:  
2. Child’s Gender:    Male      Female  
3. Child’s Date of Birth:  
4. Child’s delay or disability:  
5. When did your family start receiving early intervention services?  
6. Check all the services that you and your child are currently receiving through early 
intervention:  
 Applied Behavioral Analysis (ABA)    Developmental Therapy 
 Developmental Therapy – Hearing    Developmental Therapy – Vision  
 Nutrition       Occupational Therapy 
 Physical Therapy     Speech Language Therapy 









7. Your Name:  
8. Which one best describes your gender:    Male       Female   Prefer not to say  
9. Your relationship to the infant or toddler in early intervention: 
 Mother      Father    Stepmother     Stepfather 
 Grandmother  Grandfather   Other: 
10. What is your zip code? 
11. What is your age? 
 Younger than 25  25-35  36-45  46-55  older than 55 
12. What is your marital status? 
 Divorced    Married  Single  Widowed   Other: 
13. Your other children (not including the child who is receiving EI): 
•  No additional children 
•  Child 1: gender:   Male  Female   DOB:____________  Disability: Yes  No   
If yes, what types of disabilities _____________________ 
•  Child 2: gender:  Male   Female    DOB:____________  Disability: Yes  No   
If yes, what types of disabilities ______________________ 
•  Child 3: gender:  Male   Female    DOB:____________  Disability: Yes  No  
 If yes, what types of disabilities _____________________ 
14. What is the highest level of education you have completed? 
 Some high school  Graduated high school  Some college 
 Vocational training  Associate’s degree   Bachelor’s degree 





15. What is your occupation?  
16. What is your estimated total annual family income? 
 Less than $25,000    $25,000 to $34,999     $35,000 to $49,999  
 $50,000 to $74,999    $75,000 to $99,999     $100,000 or more 
17.  Which one best describes your racial or ethnic background?  
 African-American  Native American   Asian or Pacific Islander 
 Caucasian/White  Hispanic or Latino/a   Multiracial 
 Other: 
18. How many people live in your household (including yourself)? 
19. Are there additional programs that provide services to your child who receives EI? Check all 
that apply. 
 Division of Specialized Care for Children    Early Head Start 
 Family Resource Center on Disabilities    Illinois All Kids 
 Illinois Food Stamp Program      Social Security Income 
 Private individual or group therapies: 













Thank you for participating in this study. During this interview, I am going to ask you 
some questions about the photographs you took/selected and how you have advocated 
related to your child currently receiving EI services and other children and families.  
 
1. Let’s start by looking at each photograph (3-5) you have selected and talk about the 
following for each one: 
a. Tell me about your advocacy photographs. What happened and why did you 
select this photograph? 
b. How did you advocate? Or, what strategies did you use? *Strategies can be 
something that helped you advocate.  
c. What, if any, barriers did you experience while advocating? *Barriers can be 
things that prevented or made it more difficult to advocate. What would have 
made advocating easier for you?  
d. Is X still your preferred title for this photograph?  
 
2. *If appropriate (i.e., if these topics do not come up during our discussion of the 
caregivers’ selected photographs, I’ll ask the following): 
a. What are some examples of instances when you advocated for your child with 
your family, friends, community members, such as neighbors and/or co-
workers (informal settings)?  
b. How did you advocate? What strategies did you use?  
c. What, if any, barriers did you experience advocating? 
 
3. *If appropriate (i.e., if these topics do not come up during our discussion of the 
caregivers’ selected photographs, I’ll ask the following): 
a. What are some examples or instances when you advocated for other 
children/families outside of your own? 
b. How did you advocate? What strategies did you use?  
c. What, if any, barriers did you experience advocating? 
 
4. How did you learn how to advocate for your child and/or other children and families? 
 
5. What are your thoughts on sharing your stories with me using photographs? 
  
6. Being a parent of a young child, what do you wish people knew about your advocacy 
efforts/experiences? 
 







APPENDIX H: PARTICIPANT INFORMED CONSENT FORMS 
 
 
I am Kristen Schraml-Block, a doctoral candidate in the Department of Special Education at the 
University of Illinois, Urbana-Champaign. My advisor, Dr. Michaelene Ostrosky, and I are 
interviewing caregivers about their experiences advocating for their young children and/or other 
children. As a caregiver with a child participating in early intervention services (birth to three), 
you are in an ideal position to provide valuable information that can shape future practices for 
other families like yours. Joining this study is completely voluntary. During this study, you will 
be involved in the following: 
 
(a) We will ask you to take 3-5 photographs representing how you advocate for your 
young child and/or other children.  
 
(b) We will ask you to provide us with some background information about your child 
and family by completing a survey, which will take less than 10 minutes to complete.  
You can skip any questions that you prefer not to answer.  
 
(c) We will interview you via video-conferencing (i.e., Zoom, which you do not need an 
account to access) or over the phone at a time that is convenient for you, for no more 
than 75 minutes. We will audio-record and possibly video-record the interview. You 
can skip questions that you prefer not to answer.  
 
(d) Finally, we will contact you by phone or email after the interview to complete a 
member check (review and confirm your interview responses).  
 
We will use all reasonable efforts to keep your personal information confidential, but we cannot 
guarantee absolute confidentiality. The photographs you have selected/taken may be shared as 
part of the research study with your explicit consent. Your explicit consent will be discussed and 
obtained in the next consent document. Notes, audio-recordings, video-recordings, photographs, 
forms, and transcriptions will be retained for five years in a secure location and then destroyed. 
When this research is discussed or published, no one will know that you were in the study. But, 
when required by law or university policy, identifying information (including your signed 
consent form) may be seen or copied by: a) The Institutional Review Board that approves 
research studies; b) The Office for Protection of Research Subjects and other university 
departments that oversee human subjects research; or c) University and state auditors responsible 
for oversight of research. 
 
We expect that your involvement in this study will involve minimal risks, such as the time 
required to take photographs and participate in the interview, and a potential risk of loss of 
confidentiality if you were to be identified in your photographs. Again, you can decide and 
identify how you would like your photographs to be used in the next consent form. Your name 
nor your child’s name will not be associated with your photographs. You can withdraw from this 
study at any time. You will receive up to $80.00 in Amazon gift cards for completing all 





interview and then the second $30.00 Amazon gift card also via email after reviewing the follow-
up member check summary. 
 
If you have questions or concerns about this study, please contact Kristen Schraml-Block (703-
609-6905; schraml2@illinois.edu) or Dr. Michaelene Ostrosky (217- 333-0260; 
ostrosky@illinois.edu). We will be happy to answer your questions. If you feel you were not 
treated according to the descriptions in this form, or if you have any questions about your rights 
as a research subject, including questions, concerns, complaints, or to offer input, you may call 
the Office for the Protection of Research Subjects (OPRS) at 217-333-2670 or e-mail OPRS 
at irb@illinois.edu. 
If you are willing to participate in this study, please sign this consent form and return to me via 
email (schraml2@illinois.edu) prior to taking/gathering your photographs. Please keep a signed 
copy of the consent forms for your records. Thank you for considering participating in this 
important study. 
 
Sincerely,      
 
Kristen Schraml-Block, M.Ed.                Michaelene M. Ostrosky, 
Ph.D. 
Doctoral Candidate     Professor and Head 
Department of Special Education   Department of Special Education 
College of Education     College of Education 
University of Illinois at Urbana-Champaign             University of Illinois at Urbana-
Champaign 
 
 By checking this box, you are certifying that you are 18 years of age or older, that you 
understand the information above, and that you voluntarily agree to participate in this research 
study as described above. 
 
















Photography & Interview Consent Form 
 
I agree to participate in the project described above.    _____Yes   _____No   
 
I agree to allow my participation to be audio- and/or   
video-recorded (during interview) for the purpose of transcription only. _____Yes   _____No    
 
I agree to allow all of the photographs I took to be used in written  
articles for professional journals.      _____Yes   _____No   
  
I agree to allow only those photographs that do not include my  
child(ren) to be used in written articles for professional journals.  _____Yes   _____No   
_____N/A 
 
I agree to allow all of the photographs I took to be used when  
findings from the study are shared in presentations.    _____Yes   _____No 
 
I agree to allow only those photographs that do not include my  
child(ren) to be used when findings from the study are shared in  
presentations.         _____Yes   _____No 
_____N/A 
 
I understand that I will receive up to $80.00 ($50.00 for the interview  
and $30.00 for reviewing the written summary of the interview) in  
Amazon gift cards via email for my participation in this study.    _____Yes    _____No 
 
 By checking this box, you are certifying that you are 18 years of age or older, that you 
















Photography Consent Form for Other Individuals  
 
I am Kristen Schraml-Block, a doctoral candidate, in the Department of Special Education at the 
University of Illinois, Urbana-Champaign. My advisor, Dr. Michaelene Ostrosky, and I are 
interviewing parents about their experiences advocating for their young children and/or other 
children. As part of this study, “Advocacy: A Picture is Worth a Thousand Words,” we have 
asked parents to take photographs representing their advocacy experiences and you are included 
within their selected photographs. If you agree to allow your image/s to be used as part of this 
study, we need your written consent. Please read below and indicate how you would like for your 
image/s to be used, if at all. 
  
I agree to allow all photographs with images of myself and/or  
my child, who is a minor, to be used as part of this study.   _____Yes _____No 
 
I agree to allow all photographs with images of myself and/or  
my child, who is a minor, to be used in written articles for  
professional journals.       _____Yes _____No 
 
I agree to allow all photographs with images of myself and/or 
my child to be used in presentations.     _____Yes _____No 
 
 
If you have questions or concerns about this study, please contact Kristen Schraml-Block (703-
609-6905; schraml2@illinois.edu) or Dr. Michaelene Ostrosky (217-333-0260; 
ostrosky@illinois.edu). If you have any questions about your rights as a research subject, 
including questions, concerns, complaints, or to offer input, you may call the Office for the 
Protection of Research Subjects (OPRS) at 217-333-2670 or e-mail OPRS at irb@illinois.edu. 
 
 By checking this box, you are certifying that you are 18 years of age or older, that you 
understand the information above, and that you voluntarily agree to allow photographs of 
yourself and/or your child to be used as indicated above. 
 










APPENDIX I: MEMBER CHECK SUMMARY EXAMPLE 
 
 
Participant’s Feedback:  “I’ve read through everything and this looks great. Thank you so much for letting me be a part of this.” 
 
Below is a summary of our discussion about parent advocacy in EI. Please let me know if this summary accurately captures what you 
shared with me. If this summary is not accurate, please let me know which parts are inaccurate and provide me with clarification, so I 
can better understand your experiences and perspective. Additionally, is there any other information that you would like to add that is 
not included in this summary? Please share your comments/feedback with me via email or by using the comments feature (highlight a 




Photograph 1 – “Big 
Brother Advocate” 
 
Our entire family has 
learned to be an 
advocate for Luna - here 
is a photo of my son with 
the therapy toy that he 




Description:  After one of Luna’s EI therapy sessions, her older brother (at 6 years old), decided that he 
wanted to make a therapy toy for Luna similar to the one that he had just watched their OT use with her. 
That said, Sophia and her son created the toy seen in the picture for Luna to play with and practice using 
her physical/motor skills. Sophia shared how both of her children are very involved in Luna’s life, 
including her EI therapy sessions. For instance, Luna’s older sister likes to pretend she’s doing therapy 
by caring her “therapy bag” around and writing “therapy notes,” which Sophia signs at the end of each 
session.  ☺   
 
Things that were helpful/strategies:  
• Inclusion: Sophia and her husband try to involve their older children in Luna’s care. For 
instance, Luna’s siblings are able to help feed her by turning on/off her feeding pump.  
• Education: Sophia and her husband try to educate their older children about Luna and her 
differences. They don’t want their children to be scared of Luna’s feeding tubes, so they talk 
about her differences in a positive way. For example, Sophia learned about a book called, “22q 
and Me” from a Facebook group. She bought the book and shares it with her older children as a 
way to help them understand Luna. In general, Sophia feels that talking about Luna’s differences 








Things that made it more difficult/barriers:  
• N/A – Sophia’s older children have been very accepting of Luna and the amount of time Sophia 
devotes to her care. For instance, Sophia shared how she and Luna drove to [name of hospital] 
approximately 20 times this year for medical care. Sophia shared that her older children haven’t 
shown any sort of jealous behaviors as a result; rather they have managed it all very well.  
Photograph #2 – “The 
Hard Parts of Therapy” 
 
One of the hardest parts 
of advocating for Luna is 
watching her do some 
hard work in therapy 
knowing that it's 
benefitting her but at the 
same time my heart is 
breaking because I know 
she doesn't want to be 
doing it (in this case, 




Description: When Luna was younger, Sophia shared how she struggled with activities that involved her 
physical development, such as sitting up, crawling, and walking. Although this picture was captured 
during an occupational therapy session, this picture represents the daily struggles Luna experienced with 
physical activities, often resulting in tears. In response, Sophia tried to make the experiences as positive 
as possible by encouraging and cheering Luna on (while reminding herself to push through). Although 
Sophia described this period of time as difficult for both she and Luna, she shared how it was all worth it 
because Luna is now walking, climbing up and down stairs, feeding herself more independently and she 
recently climbed on top of the table! 
 
Things that were helpful/strategies:  
• Asking Questions: Sophia shared how she would often ask her EI team questions about Luna’s 
physical development, in particular her struggles with all things physical. Sophia’s EI team often 
reassured her that Luna was not in any pain and it was common for children to cry when doing 
activities that are difficult.  
• Seeing Progress: Additionally, Sophia shared how it was helpful to see Luna make progress with 
her development as this encouraged her to continue giving Luna opportunities to develop her 
motor skills.  
 
Things that made it more difficult/barriers:  
• Emotional Aspect: Sophia shared how she had to balance Luna’s needs, from attending doctor’s 
appointments to feeding her through her g-tube. On top of these needs, it was difficult for Sophia 
to watch her daughter struggle with her physical development. Although Sophia knew exactly 
what to do with Luna and how to do it, it was difficult emotionally to do these activities with her 
because she would cry and struggle.  
Photograph #3 – “The 
Insurance Battle” 
 
Description: During the first year after Luna’s birth, Sophia shared how she spent several hours on the 
phone with their insurance company fighting for Luna’s medical care to be covered. Sophia shared a 





I've devoted hours to 
fighting insurance 
denials and making sure 
that Luna’s medical care 
is covered so that she is 






recommended by medical professionals and resulted in the family receiving the diagnosis of 22q deletion 
syndrome. In response, Sophia spent several hours on the phone communicating with their doctors and 
insurance company in an effort to have this $8,000 bill paid for by their insurance company. After four 
months, this issue was resolved and their bill was covered by insurance. Sophia described her 
experiences navigating insurance as very stressful because she didn’t know what kind of bill she was 
going to receive next and for how much. Sophia described reading through their insurance policy and 
highlighting the ways that the company was not providing care promised. Sophia’s husband shared this 
30-page highlighted document with one of his colleagues, who worked in the insurance field and passed 
this document along to their contacts. Eventually this document was shared with a director for the 
insurance company. Subsequently, Luna received insurance coverage for all of her medical care and the 
family was appointed a medical advocate. The picture represents Sophia’s advocacy efforts fighting their 
insurance company so that Luna could receive medical coverage for her care. Sophia pointed out how the 
picture shows a stack of papers or medical bills, illustrating that this was not an isolated incident – she 
had to “battle” with insurance several times. However, since receiving a medical advocate within their 
insurance company, things have gone more smoothly. 
 
Things that were helpful/strategies:  
• Organization & Documentation: Sophia shared how she kept all of Luna’s paperwork 
organized, which allowed her to have everything she needed ready in one place.  
• Support System: Sophia described how friends and family provided her with emotional support 
by listening to her when she talked about her insurance related struggles and offering to pray for 
their family.  
 
Things that made it more difficult/barriers:  
• Disconnect Between Systems:  Sophia shared how difficult it was navigating insurance, 
particularly third party insurance. Sophia described getting the “run around” and having to 
coordinate/communicate between doctors and their insurance company to successfully have 
Luna’s medical care covered by insurance.   
• Time: Sophia shared how it was difficult to balance Luna’s needs as well as the needs of her 
older children, while dedicating time to advocate for coverage of Luna’s medical care. Sophia 
shared that she spent up to two hours at a time on the phone and acknowledged that she’s not sure 






Advocacy among/with family, friends, neighbors, etc.: Sophia taught her mother how to use Luna’s feeding pump when she and her 
husband realized that they were the only ones who knew how to feed Luna. Although Sophia trusts her mom, she still experienced 
anxiety when leaving Luna with her mom as she worried about “what if…” scenarios. However, teaching her mom how to use Luna’s  
feeding machine allowed Sophia to be able to leave Luna and gave her peace of mind, knowing that someone else knew how to care 
for her.  
 
Advocacy for other children & families: Sophia embraces the opportunity to teach other people about 22q deletion, particularly on 
Facebook, when she shares her stories and experiences with other people. Additionally, Sophia shared a particular instance when she 
was connected with another mother who has a child with a g-tube. Besides sharing tips for caring for and using the g-tube, Sophia 
helped this mother advocate for her child’s medical care by listening to this mother’s experiences and then connecting her with 
professionals at [hospital name] (who Sophia had worked with). As a result of Sophia’s advocacy efforts, this mother’s child received 
care at the same hospital. Sophia shared how her experiences with Luna allowed her to support her friend because she was able to 
relate to her experiences and struggles. Further, Sophia created a book club with this mother and one other mother. Together they read 
books about special needs.  
 
Learn how to advocate: Sophia described learning how to advocate as a process; learning over time and with experience. One year 
after Luna was born, Sophia felt more comfortable and confident caring for her, which translated to feeling more comfortable 
advocating for her needs. Sophia shared a particular example when she shared her concerns about Luna’s hearing/ears with an ENT at 
[hospital name]. The ENT responded with a “wait and see” approach. Sophia knew her child well enough to realize that she wasn’t 
hearing well. As a result, Sophia took Luna to another ENT for a second opinion. After further investigation, they realized that Luna 
needed a Bone Anchored Hearing Aid (BAHA), which she wears now. Sophia shared how supportive their EI team was in helping her 
advocate with the ENT.  
 
Thoughts about using pictures:  
Although Sophia knew which stories she wanted to share, it took her some time to determine which pictures represented the stories 
she wanted to share. Further, Sophia shared how she enjoyed using pictures to convey her stories as they were better able to capture 
the emotions involved in her advocacy experiences. For instance, Sophia referenced the picture of Luna crying during therapy and 





APPENDIX J: REFLECTIVE MEMO EXAMPLE 
 
Notes/Reflections from Interview: 
• Interview took place via Zoom with cameras on in the evening (7/8) and lasted 
approximately 90 minutes  
• Parents shared several advocacy experiences related to their daughter’s medical care, 
similar to other parents; they also talked about “everyday advocacy” (therapy at 
home/caring for child) and educating others, including extended family members 
(although they did not have a picture of it)  
• Interestingly, they shared some new experiences -- including a medical-related barrier 
(i.e., disconnect between systems and having to navigate those systems) & disability 
stigma within and outside of family  
• Parent used words related to emotions; talked about being teary-eyed, embarrassed, etc.  
• Their positivity and acceptance of their child’s medical needs/disability was memorable 
for me 
• Their relationship dynamic was memorable as they seemed to be supportive of each 
other, stating that they were in this together, each recognizing the strength that the other 
brought to the partnership 
• Parent was persistence, proactive and creatively solved problems/overcame challenges, 
specially related to balancing her child’s needs 
 
Interview strategies: 
• I restated their experiences to confirm my understanding as needed 
• I did not need to prompt either one of them; they both seemed to speak equally; they took 
turns, making sure that they were both able to share their experiences, so I did not have to 
prompt one caregiver more than the other to ensure that this happened 
• I asked all the questions in the protocol   






























APPENDIX L: ANALYTIC MEMO EXAMPLE 
 
 
Notes/Reflection from Coding: 
 
• Coding process: 
o Coding went more smoothly with partner than before; we still had some 
discrepancies, and we were able to reach consensus on each code when we 
discussed our differences  
o This caregiver talked about new experiences that had not come up yet, so we 
added several new codes to the codebook, including the following: 
▪ SETTING  
• Within self  
▪ WHAT (advocacy actions/efforts)  
• Cared for child 
• Navigated systems 
▪ STRATEGIES/FACILITATORS 
o Religious faith/prayers 
▪ CHALLENGES 
• Individual-level (within parents): 
o Caring/addressing parent’s own health needs 
▪ PICTURES 
o Symbolic (visual represents something abstract/expressing a 
quality apart from an object)  
▪ Self-advocacy  
LEARNED TO ADVOCATE:  








APPENDIX M: CODEBOOK 
 
AVOCACY CONTEXT (the conditions and environment in which advocacy experience happens)  
*include both SETTING AND WHAT when coding the description of the advocacy experience/effort 
 
• SETTING  
o Medical (i.e., nurses, doctors, insurance company representatives) 
o Education (i.e., EI or schools) 
o Online (i.e., social media, Google) 
o Family (i.e., extended family members) 
o Friends (i.e., family’s friends) 
o Community (i.e., strangers or with other parents of children with delays/disabilities)  
o Home (i.e., parent/s caring for child) 
o Other: 
▪ Within self  




• WHAT (what did the parent do?)  
o Educated: 
▪ Self  
▪ Others (i.e., strangers, family, professionals, etc.) 
o Organized: 
▪ Organized other parents and spoke out/advocated  
▪ Documented  
o Spoke up: 
▪ Shared concerns  
▪ Asked questions  
▪ Answered questions  
o Shared personal experiences with other families who have children with 
delays/disabilities to help them  
o Cared for child: 
▪ Engaging child in learning activities on their own  
o Medical or EI related: 
▪ Switched doctors (b/c unhappy with care) 
▪ Followed professional recommendations: 
• Engaged child in learning/therapeutic activities/implemented strategies  
• Attended several appointments 
• Sought diagnosis  
• Pursued services  
▪ Navigated systems: 
• school transition  
• Insurance  
• NICU 
o Other/miscellaneous: 







STRATEGY/FACILITATOR (something or someone that supported/made it easier for parent to 
advocate) 
*identify both the SETTING (above) AND STRATEGY/FACILITATOR  
 
o STRATEGY/FACILITATOR  
▪ Education 
▪ Self  




• Informational  
• Involvement  
• Faith/prayer  
▪ Professionals (medical or EI) 
• Commitment 
o Went above and beyond to help family 
o Consistent team who knows child’s needs 
• Collaboration: 
o Helped with insurance difficulties 
o Provided choices  
o Made decisions together 
o Exchanged information 
o Asked professionals questions  
• Informational/educational  
o Used information/recommendations and/or resources provided 
by professional  
• Emotional 
o Listened to family  
o Connected family with other families  
▪ Individual-characteristics (within parents):  
▪ Open/honest  
▪ Persisted 
▪ Used prior knowledge and/or experiences  
▪ Has positive outlook/perspective 
▪ Followed ‘gut’ feeling/knew something was “wrong”  
▪ Problem Solving Strategies: 
• Documentation 
o Requested/kept records/documents/notes 
• Time management 
• Balancing child’s needs and circumstance  
 
CHALLENGES (something that impedes parent’s advocacy or makes it difficult)  
*identify both the SETTING (above) AND CHALLENGES  
 
• CHALLENGES 
o Individual-level (within parents) challenges: 
▪ Emotions/feelings: 
• Feeling overwhelmed 





• Discomfort speaking out  
▪ Finding balance 
• Time 
• Child’s needs 
▪ Lack of knowledge or experience 
▪ Other: 
• Travel 
• Health  
o Medical related challenges:  
▪ Care/doctors – feeling unheard  
▪ Navigating professionals and systems 
• Insurance/navigating coverage for surgery/procedures/appointments    
o Family-related challenges: 
▪ Family member resistant  
▪ Lack of knowledge/stigma   
▪ Child’s delay/disability/medical needs  
▪ Don't know how to support child’s development/don’t know what to 
expect 
▪ Balancing child’s needs; navigating them   
o Community-related challenges: 
▪ Disability Stigma 
▪ Connecting with other parents: 
▪ Right fit 
▪ Time  
o Pandemic-Related Challenges: 




PICTURE DETAILS (codes for visual data/pictures):  
*indicate whether the picture represents an event OR everyday life OR symbolic AND who, what & 
where AND kind of advocacy experience  
 
• What/Event (milestones or big days or things that happen less frequently/irregular)  
• What/Everyday life (routines and things that happen often)  




• Who/People   





KIND OF ADVOCACY EXPERIENCE:  
• Medical Advocacy  
• Promoting Development 





• Systemic Advocacy  
• Family Advocacy 
• Self-Advocacy 
 
PARENTS’ EXPERIENCES USING PICTURES:  
• Enjoyable: 
o Enjoyed sharing pictures of child/stories  
• Representative/captured their experiences/thoughts/feelings: 
o Showed/illustrates my feelings 
o Showed the everyday life  
o Pictures complimented stories  
• Reflective: 
o Brought back memories  
o Helped process their experience  
o Helped prepare for interview  
 
LEARNED TO ADVOCATE:  
• Personality-type/instinct  
• Experience 
o By doing 
o Prior knowledge/experience  
• Support system: 
o Professionals 
o Family 
 
 
 
 
 
 
 
